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Executive  Summary 


Alberta  Health,  at  the  Minister's  direction,  embarked  on  a  planning  process  to  address  the 
current  situation,  emerging  and  future  trends  regarding  HIV/AIDS  in  Alberta.  Established 
in  1987,  the  Provincial  AIDS  Program  has  addressed  the  prevention,  management  and 
control  of  HIV/ AIDS  through  well-planned  education,  care  and  support  strategies, 
facilitated  by  substantial  financial  commitments  by  the  Government.  After  eight  years, 
numerous  factors  have  affected  HIV/ AIDS  prevention,  care  and  support.  KPMG 
Management  Consulting  was  contracted  to  undertake  some  preplanning  research  to 
examine  these  factors  and  assess  government's  response  to  them,  in  preparation  for  a  more 
formal  strategic  planning  process.  In  this  chapter  we  provide  an  overview  of  the 
consultation  process,  the  highlights  of  our  findings  and  recommendations. 

From  February  to  June,  1995,  we  worked  closely  with  the  Steering  Committee  to  conduct 
our  research:  a  literature  review  to  examine  various  provincial,  national  and  selected 
international  strategic  plans;  nineteen  interviews  with  a  cross-section  of  key  informants 
involved  in  various  facets  of  HIV/AIDS  at  the  provincial  and  national  levels; 
provider/client  survey  distributed  to  215  organizations  and  individuals  involved  in 
HIV/ AIDS  prevention,  education,  treatment,  care  and  support  (65  respondents  or  30% 
response  rate);  and  ten  focus  groups  of  specific  HIV/AIDS  consumer  and  service  provider 
groups.  With  the  exception  of  the  literature  review,  the  content  of  the  report  results  from  a 
compilation  of  the  consultation  and  research  findings. 


A.  HIV/AIDS — a  brief  background  on  the  disease  and 
Alberta's  experience 

HIV/AIDS— a  disease  that  is  100%  preventable  and  100%  fatal.  AIDS  is  caused  by 
the  Human  Immunodeficiency  Virus  (HIV).  HIV  is  transmitted  through  semen,  vaginal 
secretions,  breast  milk  and  blood  and  blood  products  (however,  with  rigorous  screening 
procedures  the  probability  of  contracting  HIV  through  blood  products  is  negligible).  The 
infection  is  spread  primarily  through  unprotected  sexual  activities  and  the  sharing  of 
syringes  and  needles  by  injection  drug  users.  The  progression  of  the  HIV  infection  to  full- 
blown AIDS  (the  terminal  stage  of  the  illness)  may  be  fifteen  years  or  longer,  turning  HIV 
into  a  chronic  disease. 

Over  750  cases  of  AIDS,  resulting  in  550  deaths,  have  been  reported  in  Alberta  .  In 

Alberta,  AIDS  (but  not  HIV  seropositivity)  is  a  notifiable  condition.  As  of  July  31,  1995, 
Alberta  had  recorded  755  cumulative  AIDS  cases  resulting  in  550  deaths  (73%  of 
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cumulative  cases).  Fifty-seven  percent  of  the  AIDS  cases  were  located  in  Calgary,  32%  in 
Edmonton  and  the  remainder  in  the  rest  of  the  province.  Sixty-four  percent  of  all  AIDS 
cases  were  between  the  ages  30  to  49  years.  The  most  frequent  exposure  risk  factor  for 
AIDS  was  homosexual/bisexual  at  83%  of  all  AIDS  cases.  Females  constituted  5%  of  all 
AIDS  cases  with  the  majority  reporting  heterosexual  contact  as  the  exposure  risk  factor. 

Many  more  people  are  infected  with  HIV.  The  above  statistics  only  indicate  the  number 
of  AIDS  cases — many  more  people  are  infected  with  HIV  but  have  not  yet  progressed  to 
the  terminal  stages  of  the  illness.  Because  HIV  is  not  a  notifiable  infection,  the  number  of 
HIV-infected  individuals  in  Alberta  is  not  known.  Statistics  from  the  Provincial 
Laboratories  provide  results  on  all  individuals  tested — from  1986  to  June  30,  1995,  2,510 
individuals  had  tested  positive.  Screening  through  the  Red  Cross  revealed  46  individuals 
who  were  screened  as  HIV-positive,  most  prior  to  1989. 

In  our  rapidly  changing  environment,  the  HIV/AIDS  epidemiological  trends  are 
significant — Regional  Health  Authorities  need  to  be  diligent.  Among  the  forces  and 
sources  of  change  affecting  Alberta — economic,  socio-demographic,  technological, 
governance  (in  particular,  the  role  and  responsibilities  of  the  Regional  Health 
Authorities) — the  HIV/ AIDS  epidemiological  trends  are  significant.  The  rate  of  HIV 
infection  by  the  homosexual  risk  factor  is  decreasing.  By  1990,  the  rate  of  infection  by 
blood  products  had  declined  significantly,  with  only  one  case  being  reported  in  1993  and 
no  cases  being  reported  in  1994.  However,  the  rate  of  infection  for  those  whose  probable 
risk  factors  were  heterosexual  contact  or  drug  use  is  steadily  increasing.  More  and  more 
cases  of  HIV  infection  and,  ultimately  AIDS,  will  be  experienced  throughout  the  province. 
Given  the  potential  number  of  HIV  infected  individuals  in  Alberta,  all  jurisdictions  must 
continue  to  be  diligent  in  preventing  the  transmission  of  the  infection. 


B.  HIV/AIDS — Alberta's  response — progressive  and 
comprehensive 

Alberta — a  leader  in  responding  to  HIV/AIDS.  A  few  years  after  the  diagnosis  of  the 
first  AIDS  case  in  Alberta,  the  provincial  government  took  steps  to  implement  a  disease 
prevention  and  risk  reduction  strategy.  In  October  1987,  the  Minister  of  Community  and 
Occupational  Health,  on  behalf  of  the  provincial  government,  announced  its  program  for 
the  prevention,  management  and  control  of  AIDS.  The  program  plan  is  contained  in  a 
document  entitled  Education  and  Caring:  Alberta's  Program  for  the  Prevention, 
Management  and  Control  of  AIDS. 

Alberta's  plan — the  first  published  plan  in  Canada.  The  plan  took  a  broad-based 
educational  approach  to  the  prevention,  control  and  management  of  AIDS,  consistent  with 
the  World  Health  Organization  strategy.  In  1989,  the  provincial  government  also 
demonstrated  its  commitment  to  providing  the  care  and  support  required  by  individuals 
living  with  HIV/ AIDS  by  developing  six  policy  guidelines  for  the  provision  of  services. 
These  guidelines  are  contained  in  the  document  entitled  Caring  for  People  with  HIV 
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Infection/AIDS:  A  Report  of  Alberta's  Working  Group  on  AIDS  Patient  Care  Services. 
Over  the  years  significant  progress  has  been  made  with  all  initiatives. 

The  Provincial  AIDS  Program  continues  to  play  a  significant  role.  The  Provincial 
AIDS  Program  continues  to:  deliver  certain  priority  services  on  a  province-wide  basis, 
recommend  on  HIV-related  policy  issues,  develop  provincial  initiatives,  conduct  evaluation 
studies,  support  local  initiatives  and  serve  as  a  focus  to  address  HIV/ AIDS  concerns  within 
Alberta  Health  and  with  other  departments  and  governments.  Our  research  identified 
numerous  strengths  with  the  current  role,  expertise  and  support  offered  by  the  Provincial 
AIDS  Program.  In  addition,  numerous  local  and  collaborative  initiatives  have  been 
undertaken  resulting  in  benefits  for  many  local  communities. 


C.  HIV/AIDS — significant  future  challenges 

While  commendable  progress  has  been  made,  significant  challenges  continue.  Our  findings 
regarding  the  issues  that  need  to  be  addressed  as  Alberta  moves  towards  the  year  2000  are 
summarized  in  seven  categories  according  to  the  program  components  outlined  in  the  initial 
plan. 

1 .    Prevention  and  control 

a)  Public  values  and  beliefs  about  HIV/AIDS— HIV/AIDS  is  being 
viewed  as  a  moral  issue  by  some  population  segments  rather  than  a 
health  and  social  problem,  which  can  inhibit  preventive  programming  and 
promote  discriminatory  attitudes,  behaviours  and  unnecessary  fears. 

b)  Targeted  information,  resources  and  approaches  needed — the  level 
of  HIV/AIDS  is  increasing  in  special  population  groups  who  are 

living  in  disadvantaged  situations  and  are  difficult  to  reach. 

c)  Continued  linkage,  integration  and  collaboration — threat  is 
perceived  by  stakeholders  to  existing  collaborative  processes  and 
relationships  as  a  result  of  uncertainties  arising  from  increasing  fiscal 
pressures  and  government  reform  (health,  education  and  social  services 
systems). 

d)  School  HIV/AIDS  education — education  needs  are  changing  and 

requiring  more  focus  on  skill  development  and  motivation  to  encourage 
students  to  adopt  safer  behaviours.  Roles  and  responsibilities  for 
HEV/AIDS  education  in  the  classroom  need  to  be  clarified.  Contemporary 
curriculum  resource  materials  and  inservice  training  need  to  continue  to  be 
available  for  teachers. 


3 


2.    Education  of  workers 


a)  Health  and  social  services  system — generalist  knowledge  and 
attitudes  require  upgrading  regarding  HIV/ AIDS  prevention,  care  and 
management,  especially  in  rural  areas. 

b)  Workplace  education — workplace  education  respecting  HIV/AIDS 
is  underdeveloped  or  absent,  contributing  to  discrimination,  isolation 
and  unemployment. 

3.  Epidemiological  surveillance 

Reporting  HIV  infection — whether  or  not  HIV  infection  should  be 
notifiable  in  Alberta  needs  to  be  resolved,  taking  into  consideration  the 
recommendation  of  a  government- appointed  Committee  that  "HIV  be 
added  to  the  list  of  notifiable  diseases  under  the  Communicable  Diseases 
Regulation." 

4.  Laboratory  diagnosis  and  testing 

a)  Accessibility  to  testing — medical  assessments,  counselling  and 
accessibility  to  testing  are  limited  in  rural  areas  due  to  denial  of  rural 
vulnerability,  gender  and  sexual  orientation  biases  and  perceived 
compromises  to  confidentiality. 

b)  Mandatory  testing  of  health  care  workers — pressure  to  require 
mandatory  testing  of  health  care  workers  is  increasing,  although  the 
report  of  a  government-appointed  Committee  is  expected  to  resolve  the 
issue.  The  Committee  concluded  that  "mandatory  testing  would  have  no 
positive  impact  on  protecting  the  public  from  acquiring  HIV  and  could 
have  negative  consequences  if  it  resulted  in  a  false  sense  of  security  or 
underrnined  other  infection  control  approaches". 

5.  Care  and  treatment 

a)  Client  service  needs — accessibility  to  services  is  limited  in  rural  areas, 
including  access  to  knowledgeable  physicians  and  other  health  care 
providers  regarding  care  and  treatment  requirements. 

b)  Needs  of  specific  populations — infection  is  increasing  among  special 
populations  whose  skills  and  self-efficacy  are  often  compromised  by 
poor  socio-economic  conditions  and/or  discrimination. 

c)  Policy  guidelines  and  legislation — policy  guidelines  and  legislation 
create  difficulties  for  those  with  complex  needs,  including  those  with 
HIV/AIDS,  especially  payment  for  specific  drug  protocols,  insufficient 
food  allowances,  lack  of  access  to  self-managed  care  options,  limited 
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access  to  subsidized  housing  and  rent  programs,  absence  of  living  wills 
and  advanced  directives,  embalming  legislation  ana  lack  of  protection  for 
homosexuals  in  the  Individual  Rights  Protection  Act  (if  discrimination  is 
feared,  then  appropriate  education,  counselling  and  testing  may  not  be 
accessed). 

6.  Research  and  evaluation 

Research  and  evaluation  priorities — numerous  research  priorities 
are  identified,  primarily  epidemiological,  behavioural  and  social  science 
research.  However,  fewer  research  initiatives  may  be  undertaken  as  a 
result  of  diminishing  financial  and  human  resources. 

7.  Other  issues 

a)  Increasing  competition  between  HIV/AIDS  prevention/education 
and  care/treatment  priorities — as  a  result  of  fiscal  pressures  and  the 
care  and  treatment  needs  of  increasing  numbers  of  individuals  who 
become  ill. 

b)  Increasing  professional  and  volunteer  fatigue  that  may  result  in 
significant  turnover  and  reduced  service  effectiveness. 


D.  HIV/AIDS— key  success  factors 

Eight  key  factors  were  identified  for  the  successful  prevention,  control  and 
management  of  HTV7AIDS  now  and  into  the  next  century: 

►  Strong  leadership  for  HTV7AIDS  preventive  and  educational  initiatives. 

►  Public  understanding  and  acceptance  of  HTV/AIDS  as  a  health  and  social 
issue. 

►  Ongoing  and  contemporary  public  education  and  media  attention 
regarding  HIV/ AIDS  issues. 

►  Targeted  education,  prevention,  care  and  support  measures  for  populations 
with  special  needs. 

►  Ongoing  and  contemporary  education  and  skill  development  of 
professionals. 

►  Coordinated  and  collaborative  system  response  that  is  sufficiently 
resourced  and  sustainable  for  prevention,  care  and  support. 

►  Well  developed  HIV/AIDS  surveillance  systems. 

►  Program  evaluation  and  development  of  program  standards. 
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E.  Recommendations 


After  a  thorough  review  of  the  findings,  the  Steering  Committee's  recommendations 
are  that: 

1.  The  provincial  government  move  immediately  into  the  strategic  planning 
process  for  the  Government's  continued  response  to  HIV/AIDS  to  2,000 
A.D.,  given  the  current  interest  and  expectations  of  various  constituencies,  the 
emerging  HTV7AIDS  trends  and  the  rapidly  changing  environment. 

2.  Until  the  provincial  government  embarks  on  another  strategic  planning 
process,  the  Provincial  AIDS  Program  continue  to  adhere  to  the 
principles  and  strategies  identified  in  the  initial  strategic  plan  Education 
and  Caring:  Alberta's  Program  for  the  Prevention,  Management  and  Control 
of  AIDS,  the  policy  guidelines  from  the  report  Caring  for  People  with  HIV 
Infection/AIDS  and  Alberta  Health's  Business  Plan. 

3.  The  Provincial  AIDS  Program  begin  immediately  to  enhance  its  efforts 
to  address  the  needs  of  special  population  groups  at  high  risk  of 
contracting  HIV/AIDS,  and  the  needs  of  the  rural  population,  using 
health  promotion  principles  within  a  population  health  framework. 

4.  The  strategic  planning  build  on  the  findings  identified  in  the  "Setting  the 
Stage"  report. 

5.  The  strategic  planning  process  be  varied,  comprehensive  and 
collaborative,  involving  relevant  stakeholders.  A  core  planning  group 
using  a  variety  of  collaborative  planning  approaches  needs  to  be  organized  to 
address  principles  to  guide  HIV/AIDS  programming  into  the  next  century,  the 
goals  and  objectives  (outcome-focused)  to  be  achieved,  the  key  issues  to  be 
addressed  ("Setting  the  Stage"  report)  and  the  strategies  required  to  assure 
prograrnming  effectiveness  and  cost  efficiencies. 

6.  The  "Setting  the  Stage"  report  be  widely  distributed  with 
communication  to  stakeholders  regarding  the  actual  strategic  planning 
process  and  how  various  constituents  may  participate. 

Alberta  Health  and  their  partners  deserve  to  be  proud  of  the  HIV/AIDS  initiatives  that  have 
been  boldly  taken  in  an  effort  to  minimize  the  HIV/AIDS  epidemic  and  the  traumatic  effects 
that  ensue  following  HIV  infection.  While  progress  has  been  made,  challenges  exist  now 
and  loom  for  the  future.  There  is  no  cure  for  AIDS — but  HIV  is  100%  preventable. 
Alberta  Health  and  its  partners  need  to  continue  their  diligence  in  providing  comprehensive 
prevention  and  education  programming — the  top  priority.  For  those  Albertans  who 
become  infected,  compassionate  care  and  treatment  that  protects  confidentiality  and  allows 
individuals  to  live  and,  ultimately  die  with  dignity,  becomes  fundamental. 
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HIV/AIDS— "Setting  The  Stage"  Study 


Alberta  Health,  at  the  Minister's  direction,  embarked  on  a  process  to  assess  the  current 
situation,  emerging  and  future  trends  regarding  HIV/AIDS  in  Alberta  to  prepare  for 
planning  for  the  Government's  continued  response  to  HIV/AIDS  to  the  year  2000. 
Established  in  1987,  the  Provincial  AIDS  Program  has  addressed  the  prevention, 
management  and  control  of  HIV/ AIDS  through  well  planned  education,  care  and  support 
strategies,  facilitated  by  substantial  financial  commitments  by  the  government.  Over  the 
years  significant  community,  institutional,  government  and  client  expertise,  including  a 
large  supportive  network,  has  developed.  Many  of  the  original  planning  components  have 
developed  into  ongoing  programming  while  others  have  been  completed  and  discontinued. 

After  eight  years,  numerous  factors  have  affected  HIV/ AIDS  prevention,  care  and  support. 
KPMG  Management  Consulting  was  contracted  to  undertake  some  preplanning  research  to 
examine  these  factors  and  assess  government's  response  to  them,  in  preparation  for  a  more 
formal  strategic  planning  process.  We  worked  closely  with  the  Steering  Committee  and 
express  our  appreciation  for  their  expertise,  diligence,  and  enthusiasm  in  guiding  the 
research  and  finalizing  the  recommendations  for  consideration  by  the  provincial 
government.  The  membership  of  the  Steering  Committee  is  given  in  Appendix  A. 


A.  Our  approach 

From  February  to  June  1995,  we  conducted  our  research: 

►  A  literature  review  in  which  strategic  plans  of  provincial,  national  and  selected 
international  jurisdictions  were  compared  and  contrasted,  approaches  to  strategic 
planning  were  described  and  summarized  and  any  existing  program  guidelines 
and  standards  were  identified. 

►  Nineteen  interviews  with  a  cross-section  of  key  informants  involved  in  various 
facets  of  HIV/AIDS  at  the  provincial  and  national  levels  representing: 
individuals  living  with  HIV,  a  range  of  disciplines  (physicians,  nurses,  social 
workers,  educators),  provincial  and  federal  government  departments  (Alberta 
Education,  Alberta  Justice,  Alberta  Health,  Health  Canada),  community-based 
organizations  (AIDS  service  organizations,  former  public  health  units,  injection 
drug  use  programs),  facility-based  programs  (HIV  clinics),  and  the  private 
sector  (social  marketing)  were  conducted.  The  interview  protocol  is  contained 
in  Appendix  B.  The  list  of  key  informants  is  provided  in  Appendix  C. 
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►  A  provider/client  survey  distributed  to  215  organizations  and  individuals 
involved  in  HIV/AIDS  prevention,  education,  treatment,  care  and  support, 
either  as  service  recipients  or  providers  resulted  in  65  respondents  or  30% 
response  rate.  A  copy  of  the  survey  instrument  is  contained  in  Appendix  B. 

►  Ten  focus  groups  of  specific  HIV/AIDS  consumer  groups  and  service 
provider  groups  to  discuss  selected  issues  were  conducted — injection  drug 
users,  young  gay  men,  families/women,  care  &  support  providers,  formal  health 
system  providers,  school  education/public  information  providers,  Provincial 
AIDS  Program  staff  (the  group  included  representation  from  the  Medical 
Services  Branch  of  Health  Canada),  rural  community  representatives 
(consumers  and  service  providers),  representatives  of  AIDS  Service 
Organizations,  and  the  Directors  of  Communicable  Disease  Control  within 
Alberta  Health.  The  questions  pursued  in  each  focus  group  are  contained  in 
Appendix  B. 

The  literature  review  and  comments  from  the  provider/client  survey  and  the  focus  groups 
may  be  obtained  from  the  Provincial  AIDS  Program. 


B.  Our  literature  review — some  highlights 

First,  we  provide  some  highlights  from  our  literature  review.  Our  literature  review 
included  a  review  of  international,  national  and  provincial  strategic  plans  to  compare  and 
contrast  approaches  to  HIV/AIDS.  In  addition,  we  examined  some  strategic  planning 
models.  Our  major  observations  about  the  strategic  plans  were: 

►  Seven  provinces  have  strategic  plans  for  HIV/AIDS — Alberta's  was  the 
first,  released  in  1987.  Alberta  was  the  first  province  to  establish  a  provincial 
strategic  plan,  followed  by  Quebec,  British  Columbia  and  Nova  Scotia. 

►  Three  strategic  goals  are  most  common  in  all  plans:  prevent  the 
transmission  of  HIV  through  effective  prevention  and  education  programs, 
provide  supportive  and  appropriate  care  and  treatment  for  those  who  are 
infected,  and  conduct  research  for  effective  vaccines,  drugs  and  therapies  in  an 
effort  to  control  HIV/ AIDS.  Strategies  address  program  management  and 
direction,  targeted  groups,  prevention  (public  and  professional  education, 
targeted  harm  reduction  interventions,  marketing  campaigns), 
testing/diagnostics,  care  and  management  of  those  who  are  infected,  and 
research  (sociological/behavioural,  legal/ethical,  economic,  virology, 
epidemiological,  drug  and  vaccine  development). 

►  Specific  population  groups  are  targeted  in  more  recent  strategic  plans 

(British  Columbia,  Ontario,  Quebec).  While  Alberta  acknowledges  some  target 
groups  such  as  homosexuals/bisexuals,  women,  injection  drug  users  and 
recipients  of  blood/blood  products,  other  groups  are  not  specifically  identified. 
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►  Strategic  plans  identify  global  trends  and  build  on  international  and 
national  efforts.  HIV/ AIDS  as  a  global  health  problem  is  acknowledged, 
reinforcing  the  need  to  collaborate  in  all  aspects  of  preventing  and  controlling 
the  disease. 

Our  review  of  strategic  planning  models  highlighted  strategic  issues  management  systems 
(SIMS)  and  the  stakeholder  approach.  Central  to  SIMS  is  the  identification  and 
management  of  issues  that  may  fall  into  four  categories — universal  (affect  a  large  number 
of  people),  advocacy  (issues  by  groups  claiming  to  represent  broad  public  interest), 
selective  (affect  special  groups),  technical  (issues  requiring  specific  expertise).  Both 
environmental  data  and  assumptions  and  specific  issues  and  assumptions  are  incorporated 
into  an  active  planning  process. 

Stakeholders  whether  individuals,  groups  or  organizations  have  an  interest  in  the  actions  of 
an  organization  and  the  ability  to  influence  the  organization.  When  using  the  stakeholder 
approach,  four  types  of  stakeholders  need  to  be  considered — supportive  (supports  goals  or 
actions  of  a  program),  marginal  (potential  stake  in  program  but  may  not  perceive  program 
to  be  relevant  to  themselves),  nonsupportive  (poses  highest  threat  and  lowest  cooperation 
with  program  goals  and  actions),  mixed  blessing  (support  depends  on  the  situation — health 
professionals  may  fall  into  this  category).  Understanding  the  different  types  of 
stakeholders  is  fundamental  to  developing  specific  strategies  to  optimize  their  participation. 

We  also  examined  the  literature  to  determine  the  availability  of  HIV/ AIDS  program 
standards  and  guidelines.  Our  search  indicated  that  very  few  jurisdictions  have  established 
or  published  such  guidelines.  Much  of  the  published  information  addresses  specific 
clinical  standards  and  practice  guidelines  (primarily  care  and  treatment  of  those  who  are 
infected;  other  documents  address  counselling  and  HIV  testing  and  some  education 
curricula)  for  a  range  of  professional  groups.  Our  findings  reinforce  the  need  for  the 
development  of  provincial  HIV/ AIDS  program  standards  and  guidelines,  particularly  in 
light  of  health  reform  and  the  increasing  devolvement  of  service  responsibilities  to  Regional 
Health  Authorities. 


C.  Our  report 

In  this  report  we  begin  by  describing  the  current  status  of  HIV/ AIDS  disease  and  related 
programming  in  Alberta,  noting  the  progress  made  to  date.  The  report  then  continues  with 
a  consolidation  of  our  findings,  conclusions  and  recommendations  for  strategic  planning. 

Separate  documents  have  been  prepared  containing  the  literature  review,  focus  group  and 
survey  findings. 
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/// 

HIV/AIDS  In  Alberta— A  History  Of  Progressive 
Programming 


Since  July  1987,  the  provincial  government  has  shown  its  commitment  to  HIV/ AIDS 
through  the  development  and  continued  operation  of  the  Provincial  AIDS  Program  through 
Alberta  Health.  Shortly  after  the  introduction  of  the  Program,  a  strategic  plan  for  the 
prevention,  management  and  control  of  AIDS  was  released  by  the  government.  Since  that 
time,  the  Provincial  AIDS  Program,  in  collaboration  with  other  government  departments, 
professional  experts,  community  organizations  and  affected  individuals  and  families,  has 
made  a  great  deal  of  progress  in  addressing  HIV/ AIDS  issues. 

The  provincial  government's  commitment  to  addressing  HIV/AIDS  was  also  demonstrated 
in  Alberta's  Health  Goals  developed  in  1993.  Goal  #1 — "to  increase  the  number  of  years 
of  good  health  by  reducing  illnesses,  injuries  and  premature  deaths  and  improving  well- 
being" — identifies  one  of  the  objectives  as  "reducing  the  rate  of  HIV  infections".  Actions 
to  achieve  this  objective  are  identified  under  goals  #8  and  #9  respectively,  "to  choose 
healthy  behaviours"  (healthy  sexual  relationships  that  include  avoidance  of  risky  sexual 
behaviours)  and  "to  develop  and  maintain  skills  for  facing  the  challenges  of  life  in  healthy 
way"  (increase  the  proportion  of  adolescents  and  young  adults  who  refuse  to  engage  in 
risky  behaviours  such  as  unprotected  sex  ...). 

In  this  chapter,  we  provide  an  overview  of  the  HIV/AIDS  disease  and  Alberta's  strategic 
response  to  prevention,  education,  treatment,  care  and  support  issues. 


A.  HIV/AIDS— the  disease— 100%  preventable,  100%  fatal 

While  numerous  facets  of  HTV/AIDS  may  have  changed  over  the  past  eight  years,  the  one 
fact  remaining  constant  is  that  HIV/AIDS  is  100%  preventable  and  100%  fatal.  This  short 
but  poignant  statement  summarizes  the  essence  of  the  disease  and  the  prevailing  approach 
to  its  control. 

1 .    HIV/AIDS — overview  of  the  disease 

AIDS,  Acquired  Immunodeficiency  Syndrome,  is  a  disease  in  which  the  body's 
immune  system  is  severely  weakened,  leaving  the  individual  unable  to  fight  off 
infections  and  malignancies  and  is  ultimately  fatal. 
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AIDS  is  caused  by  a  virus  called  Human  Immunodeficiency  Virus  (HIV).  This  virus 
primarily  invades  a  type  of  white  blood  cell  where  it  grows,  multiplies  and  eventually 
destroys  the  cells.  The  individual  is  then  vulnerable  to  infections  that  do  not  usually 
affect  healthy  people,  thus,  they  are  called  opportunistic  infections. 

HIV  is  transmitted  through  semen,  vaginal  secretions,  breast  milk,  blood  and  blood 
products  (however,  with  rigorous  screening  procedures  the  probability  of  contracting 
HIV  through  blood  products  is  negligible).  Perinatal  transmission  from  infected 
mothers  to  their  infants  occurs  in  approximately  15-30%  of  pregnancies.  The 
infection  is  spread  primarily  through  unprotected  sexual  intercourse  and  the  sharing 
of  syringes  and  needles  by  injection  drug  users. 

Over  the  years  the  nature  of  HIV  infection  has  changed.  As  knowledge  about  the 
HIV  virus  has  increased,  testing  procedures,  therapeutic  interventions  (most  notably 
drug  therapies),  and  lifestyle  education  have  focused  attention  on  early  intervention  in 
order  to  slow  down  the  progression  of  the  disease.  Consequently,  the  progression  of 
the  HIV  infection  to  full-blown  AIDS  (the  terminal  stage  of  the  illness)  may  be 
fifteen  years  or  longer. 

However,  infectivity  with  the  virus  begins  almost  immediately  after  exposure  and  all 
those  infected  must  be  considered  capable  of  spreading  the  disease  for  their  lifetime. 
The  spread  of  the  infection  is  prevented  by  avoiding  unprotected  sexual  intercourse, 
using  "clean"  needles  and  syringes  by  injection  drug  users  (i.e.,  not  sharing  needles 
and  syringes),  protecting  the  blood  supply,  and  using  universal  infection  control 
precautions. 

2.    HIV/AIDS— current  status  in  Alberta 

AIDS.  AIDS  is  a  notifiable  condition  in  Alberta  that  requires  reporting  in  accordance 
with  the  Public  Health  Act.  In  addition,  death  registration  information  is  monitored. 
The  information  is  compiled  by  the  Communicable  Disease  Control  and 
Epidemiology  Branch  and  distributed  by  the  Provincial  AIDS  Program. 

Alberta  Health  retroactively  recorded  the  first  death  from  AIDS  in  1980  and  the  first 
case  of  AIDS  was  diagnosed  in  Alberta  in  1983.  Unlike  other  diagnostic  conditions, 
AIDS  statistics  are  maintained  on  a  cumulative  basis.  As  of  July  31,  1995,  the 
following  statistics  were  available: 

►  Cumulative  AIDS  cases. — 755  cumulative  cases  have  been  reported 
since  1980.  Up  to  1989  the  number  of  AIDS  cases  doubled  each  year. 
However,  the  increase  has  declined  considerably  since  that  time  with  the 
largest  increase  being  20%  from  1993  to  1994. 

Total  Deaths — 550  deaths  (73%  of  all  cumulative  cases)  have  occurred 
since  1980.  The  percentage  of  deaths  relative  to  the  number  of  cumulative 
cases  each  year  has  declined  over  the  years  from  a  high  of  40%  in  1985  to 
13%  in  1994,  reinforcing  the  chronic  nature  of  the  disease  and  the  increase 
in  new  infections. 
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Location  of  AIDS  cases — 57%  of  the  AIDS  cases  are  located  in  Calgary 
followed  by  Edmonton  at  32% — approximately  a  2: 1  ratio.  The  remaining 
11%  are  located  outside  of  the  major  urban  centres  and  are  evenly 
distributed  between  the  north  and  south.  Although  these  results  suggest 
that  the  AIDS  cases  are  largely  concentrated  in  major  centres,  the  results 
do  not  include  seropositivity.  All  Regional  Health  Authorities  and  other 
service  providers  need  to  be  vigilant  in  ensuring  HIV/ AIDS  programming 
is  offered  to  their  entire  population. 

►  Age  of  AIDS  cases — 64%  of  the  AIDS  cases  are  between  the  ages  30  to 
49  years.  Those  aged  20  to  29  years  constitute  approximately  20%  and 
those  55  years  and  over  constitute  14%. 

►  Exposure  risk  of  AIDS  cases — 83%  are  attributed  to  a 
homosexual/bisexual  risk  factor,  5%  to  a  heterosexual  risk  factor,  5% 
attributed  to  blood/blood  products  and  4%  to  injection  drug  use. 

►  Female  AIDS  cases — 5%  of  all  AIDS  cases  are  female — a  total  of  37 
cases.  Of  these,  19  or  51%  were  attributed  to  heterosexual  contact. 

HIV  infection.  HIV  infection  is  not  a  notifiable  condition  in  Alberta.  Testing  is 
done  on  a  voluntary  basis.  No  conclusions  can  be  drawn  from  the  data  about  the 
level  of  seropositivity  in  the  larger,  untested  population.  The  HIV  infection  results 
are  collated  by  the  Communicable  Disease  Control  and  Epidemiology  Branch. 

HIV  seropositivity  testing  is  performed  in  Alberta  in  four  laboratories — Provincial 
Laboratories  of  Public  Health  for  Northern  Alberta  (Edmonton)  and  Southern  Alberta 
(Calgary),  and  the  Red  Cross  Transfusion  Service  laboratories  in  Edmonton  and 
Calgary.  The  location  of  the  individuals  with  seropositive  results  is  unknown.  Tests 
required  by  third  parties  (such  as  insurance  companies)  which  are  sent  out  of 
province,  are  not  included  in  the  provincial  statistics. 

From  1986  to  June  30,  1995  the  following  statistics  were  reported: 

►  Provincial  Laboratories — 254,568  HIV  tests  were  performed  with 
2,510  testing  positive — 1%  of  all  tests. 

►  Red  Cross — screened  1,175,416  donors;  46  were  reported  as  positive — 
the  majority  of  these  prior  to  1989. 

►  Reported  risk  factors — 63%  reported  homosexual  contact  as  most 
probable  risk  factor  followed  by  drug  abuse  at  10%. 

►  Female  HIV  positive  tests — of  the  124,254  females  tested,  228  tested 
positive — 0.2%. 

►  Reported  risk  factors  for  females — The  most  probable  risk  was 
heterosexual  contact  at  36%  followed  by  drug  use  at  34%. 
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The  changing  picture  of  HIV  infections  is  shown  in  Exhibit  III- 1 .  The  HIV 
infections  of  today  will  develop  into  AIDS  tomorrow — the  dire  consequences  of  this 
situation  cannot  be  underestimated! 
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3.    HIV/AIDS — emerging  trends  in  Alberta 

As  in  other  parts  of  Canada  and  the  world,  Alberta  is  being  affected  by  significant 
forces  and  sources  of  change.  Economic,  socio-demographic,  technological, 
governance  and  epidemiological  changes  will  have  implications  for  the  future 
prevention,  control  and  treatment  of  HTV/AIDS. 

►  Economic  forces.  Continued  fiscal  restraint  is  expected  as  the  provincial 
government  pursues  its  program  of  deficit  elimination  and  debt  reduction. 
Public  resources  are  diminishing  and  being  directed  at  those  most  in  need. 
Increasingly,  resources  are  being  targeted  to  outcomes. 
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►  Socio-demographic  forces.  Shrinking  family  size  and  aging  are  altering 
the  provincial  population  profile  and  presenting  new  challenges  in  dealing 
with  health  and  wellness  concerns.  Alberta  is  becoming  a  more  global 
community.  As  a  result  of  their  social  practices,  values  and  varied 
languages,  new  or  unsophisticated  populations  may  be  vulnerable  to 
HIV/ AIDS,  other  communicable  diseases  and  illnesses. 

Public  values  and  expectations  are  changing — self  help  modalities  and 
increased  personal,  family  and  community  responsibility  are  increasingly 
valued  with  a  greater  focus  on  health  and  wellness,  not  just  treating 
illness.  Individual  freedom,  expression  and  rights  are  of  increasing 
priority. 

►  Technological  forces.  Technological  advances  are  increasing  the 
availability  of  and  accessibility  to  health  information,  sophisticated 
diagnostic  techniques  and  new  treatment  modalities,  including  alternative 
therapies.  Exclusive  professional  knowledge  and  practices  are  being 
challenged  as  the  public  becomes  more  informed. 

►  Governance  forces.  The  health,  education  and  social  service  systems  are 
undergoing  reform  as  the  provincial  government  redefines  its  business 
and  delegates  responsibility  for  service  delivery  to  local  communities.  The 
regionalization  and  deregulation  initiatives  alter  existing  relationships  and 
call  for  new  partnerships  (including  the  private  sector)  and  force  a  review 
of  existing  priorities  and  standards.  These  changes  have  major 
implications  for  the  Regional  Health  Authorities. 

The  existing  role  and  responsibilities  of  government  departments  are  being 
redefined.  A  reorganization  of  the  Communicable  Disease  Control  and 
Epidemiology  Branch  may  have  implications  for  the  Provincial  AIDS 
Program. 

►  Epidemiological  forces.  HIV/ AIDS  is  changing.  The  rate  of  HIV 
infection  by  the  homosexual  risk  factor  is  decreasing.  Infection  by 
blood/blood  products  has  almost  been  eliminated.  However,  the  rate  of 
infection  for  those  whose  probable  risk  factors  were  heterosexual  contact 
and/or  drug  use  is  increasing  rapidly.  Perinatal  transmission  through 
infected  mothers  will  increase  resulting  in  multiply-infected  families. 
More  and  more  cases  of  HIV  infection  and,  ultimately  AIDS,  will  be 
experienced  throughout  the  province. 

With  infected  individuals  now  living  longer,  HIV/ AIDS  is  becoming  a 
chronic  illness  that  will  have  major  implications  for  publicly  funded 
treatment  and  care  services,  ongoing  support  by  informal  caregivers,  and 
long  term  employability  prospects.  In  addition,  those  who  are  infected  can 
transmit  HIV  throughout  their  lives,  making  prevention  increasingly 
challenging. 
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Increased  priority  will  be  placed  on  prevention  and  education  initiatives, 
particularly  as  the  development  of  a  vaccine  to  prevent  HIV  is  unlikely  in 
the  foreseeable  future. 

The  forces  and  sources  of  change  shape  the  emerging  environment  and  will  be  critical 
in  developing  the  future  direction  and  strategies  for  appropriately  managing 
HIV/AIDS. 


B.  Alberta's  HIV/AIDS  response— comprehensive  strategic 
planning 

Several  years  following  diagnosis  of  the  first  AIDS  case  in  Alberta,  the  provincial 
government  took  steps  to  implement  a  province-wide  disease  prevention  and  risk  reduction 
strategy.  The  potential  loss  of  life  and  the  costs  to  the  health  care  system  were  recognized 
as  potentially  staggering  if  strategies  were  not  sought  to  prevent  the  disease  through 
preventive  and  educational  initiatives.  In  addition,  strategies  to  provide  cost  effective  care 
and  support  services  to  infected  individuals  and  their  support  systems,  including  measures 
to  prevent  transmission  of  the  infection,  were  recognized  as  paramount. 

1 .    The  Provincial  AIDS  Program 

In  October  1987,  the  Minister  of  Community  and  Occupational  Health,  on  behalf  of 
the  provincial  government,  announced  its  program  for  the  prevention,  management 
and  control  of  AIDS.  The  program  plan  is  contained  in  a  document  entitled 
Education  and  Caring:  Alberta's  Program  for  the  Prevention,  Management  and 
Control  of  AIDS. 

Alberta's  plan,  the  first  published  plan  in  Canada,  was  a  leading  edge  document 
that  served  as  a  model  for  HIV/ AIDS  programming  initiatives  nationally  and 
internationally.  Alberta  undertook  a  broad-based  educational  approach  to  the 
prevention,  control  and  management  of  AIDS.  Developed  to  be  compatible  with  the 
World  Health  Organization  strategy,  its  strategy  was  based  on  six  major  beliefs: 

►  The  spread  of  HIV  can  be  stopped. 

►  Education  is  the  key  to  AIDS  prevention  and  control. 

►  AIDS  affects  all  dimensions  of  health  and  all  components  of  the  health 
care  system. 

►  Effective  AIDS  prevention  and  control  programs  must  be  integrated 
within  the  primary  health  care  system. 

►  Effective  AIDS  prevention  and  control  programs  will  strengthen  the 
overall  capacity  of  the  health  care  system. 
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Exhibit  111-2 

Components  of  Alberta's  Program 


Strategies 

Goals 

Objectives 

A. 

Prevention  and 
Control 

1. 

Increase  the  public's 
understanding  of  HIV 
infection  and  aids  and 
encourage  them  to  adopt 
lifestyles  free  of  risk  of 
infection  and  without  fear. 

1.1 
1.2 

1.3 

Increase  public  knowledge  and  reduce  fear  of 

HTV  infection  and  AIDS. 

Increase  knowledge  by  teachers,  education 

officials  and  other  professionals  involved  in 

education. 

Increase  knowledge  by  youth  and  adolescents 
of  health  lifestyles  and  sexuality. 

2. 

Prevent  the  spread  of  HTV 
infection. 

2.1 

2.2 
2.3 
2.4 
2.5 

Reduce  and  eventually  eliminate  transmission 
through  sexual  contact. 

Eliminate  spread  of  infection  by  blood  and 
blood  products. 

Prevent  spread  of  virus  from  infected  women 
to  infants. 

Prevent  spread  through  accidental  exposure  in 
workplaces  where  blood,  etc.  is  handled. 

Prevent  spread  of  infection  by  drug  abuse. 

B. 

Education  of 
Workers 

3. 

Increase  health  workers' 
knowledge. 

3.1 
3.2 

Increase  education  of  and  by  health 
professionals. 

Improve  infection  control  measures  in  health 
care  facilities. 

4. 

Increase  knowledge  in  the 
workplace. 

4.1 

Increase  knowledge  of  employers  &  workers. 

C. 

Epidemiological 
surveillance  and 
assessment 

5. 

Monitor  rates  of  infection 
with  the  virus  which  causes 
AIDS. 

5.1 
5.2 

Continue  to  monitor  HTV  antibody 
seropositivity  and  AIDS. 

Study  rates  of  the  infection  among  groups  of 
people  who  engage  in  risk  behaviours. 

6. 

To  determine  the  occurrence 
of  workplace  risk  factors. 

6.1 

Determine  the  nature  and  extent  of  the  hazard 
of  acquiring  the  virus  at  work. 

D. 

Laboratory 
diagnosis  and 
screening 

7. 

To  ensure  that  assessment 
and  screening  are  available 
for  individuals  likely  to  be 
infected. 

7.1 
7.2 

Make  medical  assessment  in  regard  to  the 
infection  available  and  accessible. 
Enhance  screening  and  counseling  programs. 

E. 

Care  and  treatment 
programs. 

More  detailed  plans,  including  goa 
(March  1988). 

Js  and  objectives  will  be  in  a  plan  for  care  programs 

F. 

Research  initiatives 

8. 

To  research  outcomes  of 
prevention,  control  and 
treatment  goals. 

8.1 
8.2 

Increase  funding  by  and  to  Alberta  agencies 
for  AIDS -related  research. 

Assess  the  impact  and  effectiveness  of  the 
prevention  and  control  program. 

►  Proper  handling  and  care  of  biological  specimens  in  health  care  facilities, 
and  appropriate  infection  control  procedures  when  dealing  with  patients 
who  are  HIV  antibody  positive,  can  prevent  infection  in  the  workplace. 

Alberta's  program  identified  strategies,  goals  and  objectives  in  six  areas: 

►  Prevention  and  control. 

►  Education  of  workers. 

►  Epidemiological  surveillance  and  assessment. 

►  Laboratory  diagnosis  and  screening. 

►  Care  and  treatment  programs. 

►  Research  initiatives. 

Exhibit  m-2,  opposite  page,  describes  the  components  of  Alberta's  program. 

Significant  progress  has  been  made  in  addressing  each  of  the  goals  and  objectives. 
Appendix  D  gives  a  summary  of  the  developments  and  progress  made  over  the  past 
eight  years. 

The  Provincial  AIDS  Program  continues  to  play  a  significant  role.  Specifically,  it 
delivers  certain  priority  services  on  a  province-wide  basis,  recommends  on  HIV- 
related  policy  issues,  develops  provincial  initiatives,  conducts  evaluation  studies, 
supports  local  initiatives  and  serves  as  a  focus  to  address  HIV/ AIDS  concerns  within 
Alberta  Health  and  with  other  departments  and  governments.  Specific  components  of 
the  current  HIV/AIDS  provincial  prevention  programming  are  given  in  Exhibit  EI- 3. 
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Exhibit  lil-3 

Provincial  AIDS  Program — Major  Prevention  Components 


Support  for  Local  Services 

Province-wide  Services 

•  PROVISION  OF  RESOURCES  TO 
SCHOOLS:  print,  video,  and  special  programs 
such  as  the  "I  Care"  project  in  cooperation  with 
Alberta  Education. 

•  COMMUNITY  ORGANIZATION  GRANT 
FUNDING  of  $665,000  primarily  to  the  10 
AIDS  organizations,  the  injection  drug  use 
programs  in  Edmonton  and  Calgary,  and  small 
grants  to  rural  committees. 

•  SUPPORT  FOR  REGIONAL  HEALTH 
AUTHORTnES'  fflV  prevention  activities: 
print  and  audiovisual  resources,  workshops  and 
presentations,  and  funding  of  $235,000. 

•  PRESENTATIONS  for  professionals  and 
experienced  volunteers  by  the  Medical  Director 
and  the  Consultants. 

•  STD  &  AIDS  counselling,  brochures, 
information,  and  presentations  by  STD 
Services. 

•  TOLL-FREE  AIDS/STD  INFORMATION 
LINE:  about  2,500  calls  monthly. 

•  ALBERTA  HEALTH  LIBRARY:  an  up-to- 
date  collection  on  HIV/AIDS  for  the  public, 
professionals. 

•  FACING  AIDS  multimedia  campaign:  in 
1995,  13  TV  stations,  and  40  weekly  and  7 
daily  newspapers  ran  the  26-week  series. 

•  PAMPHLETS  for  the  general  public. 

•  BROCHURES  regarding  HIV  ANTIBODY 
TESTING  for  patients  and  professionals. 

•  YOUNG  ADULTS'  PROGRAM  a  3-year 
initiative  for  18-26  year  olds  through 
community  and  corporate  partners. 

•  HIV  ANTIBODY  TESTING  through  Provincial 
Labs  and  COUNSELLING  by  doctors 
requesting  the  tests. 

In  1989,  in  addition  to  the  prevention  and  education  initiatives,  the  provincial 
government  also  demonstrated  its  commitment  to  providing  the  care  and  support 
required  by  individuals  living  with  HIV/ AIDS.  In  response  to  the  report  Caring  for 
People  with  HIV  Infection/ AIDS,  a  report  of  Alberta's  Working  Group  on  AIDS 
Patient  Care  Services,  six  policy  guidelines  were  developed  for  the  provision  of 
services: 

►  Integration  of  care  and  treatment.  The  care  and  treatment  of  people 
with  HIV/ AIDS  will  be  integrated  within  the  existing  health  care  system 
(acute  care,  long  term  care,  palliative  care,  home  care  and  community  care) 
which  will  be  strengthened  as  necessary  to  meet  the  needs  of  affected 
individuals. 

►  Multidisciplinary  services.  A  full  range  of  health  and  psychosocial 
services  should  be  available  to  meet  the  multiple  and  complex  needs  of 
affected  individuals  and  their  families. 
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►  Outpatient  and  community  care  services.  Outpatient  and  community- 
based  services  will  be  used  to  the  fullest  extent  possible  to  enable  affected 
individuals  to  live  in  their  own  homes. 

►  Education  of  health  and  social  service  workers.  The  importance  of 
making  educational  programs  available  throughout  the  province  for  health, 
social  services  and  related  professionals,  is  recognized. 

►  Infection  control  precautions.  Blood  and  body  fluids  precautions  as 
recommended  by  the  Laboratory  Centre  for  Disease  Control  will  be  used 
throughout  the  health  care  system  to  help  prevent  the  transmission  of  HIV 
and  other  blood-borne  viruses. 

►  Management  of  patient  care  issues.  Special  study  groups  will  be 
developed  as  required  to  investigate  and  provide  recommendations  for  the 
resolution  of  legal,  ethical,  treatment,  financial  and  social  issues  related  to 
the  care  of  people  with  HIV  infection/AIDS. 

The  Provincial  AIDS  Program  continues  to  encourage  care  and  support  in  the 
community  by  advising  caregivers,  facilitating  collaboration  among  care  providers, 
professionals,  and  volunteers;  encouraging  development  of  community  care  consortia 
in  preparing  for  the  management  of  HIV/ AIDS,  supporting  local  initiatives,  doing 
presentations,  providing  print  resources  for  affected  individuals  and  families  and 
providing  workshops  for  professionals.  These  strategies  assist  communities  to 
respond  to  needs  of  persons  with  HIV  and  their  families.  In  addition,  specialized 
services  are  required  and  include: 

►  HIV  clinics — Foothills  and  University  of  Alberta  Hospitals. 

►  Specialty  drug  program — provides  antiretroviral  medications  (such  as 
AZT,  DDI,  etc.) 

►  Grant  funding  for  community  care  and  support — provides  funding 
($633,000)  to  coalitions  of  agencies  that  plan  how  to  meet  community 
needs  for  HIV/ AIDS  from  a  multi-agency/community  perspective.  The 
grants  support  direct  services,  as  well  as  training  to  help  communities  and 
professionals  respond  appropriately. 

2.    Other  HIV/AIDS  initiatives 

Global  concern  about  this  new  disease  has  resulted  in  varied  reaction  to  it.  The  World 
Health  Organization's  Global  Programme  on  AIDS  provided  international  leadership 
and  support  for  national  and  other  initiatives. 

Health  Canada's  leadership  role  is  well  documented  in  the  National  AIDS  strategy 
documents.    Staff  with  expertise  in  many  aspects  of  HIV/AIDS  prevention, 
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surveillance,  care  and  support  have  encouraged  interjurisdictional  cooperation  and 
implemented  the  National  AIDS  Strategy. 

Specific  initiatives  which  have  had  great  influence  on  developments  in  Alberta  have 
been  the  F/P/T  (Federal  /Provincial/Territorial)  Advisory  Committee  on  AIDS;  the 
1992  AIDSSIDA  Consensus  Forum  on  HIV/AIDS  Prevention  Education;  and  the 
establishment  of  the  CPHA  Clearing  House  for  AV  and  print  resources  and  the 
Clinical  Trials  Network. 

Also  nationally,  three  "partner"  organizations  have  been  key  in  bringing  essential 
communities  to  the  table:  the  Canadian  Public  Health  Association,  the  Canadian 
Hemophilia  Society,  and  the  Canadian  AIDS  Society. 

Other  developments  also  occurred  in  Alberta.  Fledgling  community  AIDS 
organizations  in  Edmonton  and  Calgary  developed  into  strong  agencies  with  dual 
prevention,  and  community  care  and  support  roles.  They  also  supported  other  AIDS 
Service  Organizations'  (ASOs)  developments  in  some  other  areas  of  the  province. 
These  agencies,  which  make  up  the  Alberta  Community  Council  on  AIDS,  are 
members  of  the  Canadian  AIDS  Society. 

Other  local  initiatives  included  the  fostering  of  community  AIDS  committees  by  the 
former  health  units.  In  addition  to  assuming  this  community  development  role,  they 
provided  direct  services  for  public  information  and  prevention  of  HTV,  and  the  care  of 
those  affected. 

Other  government  departments  active  in  their  response  to  HIV/AIDS  included  Social 
Services  and  Education.  To  inform  their  policy  development,  Social  Services  in 
1988-89  provided  a  two-day  workshop  on  the  disease  and  its  implications  for  the 
various  functions  of  the  department  for  all  management  staff.  This  led  to  well- 
informed  operating  principles,  and  managers  who  were  prepared  to  ensure  that  their 
frontline  staff  were  well  informed.  Subsequent  policies  and  guidelines  for  staff  and 
funded  agencies  have  been  soundly  based. 

Alberta  Education  also  took  a  leadership  role  (in  conjunction  with  Alberta  Health)  to 
ensure  that  curricular  materials  that  were  accurate  and  age-appropriate  were  identified 
for  use  in  the  schools.  They  have  continued  to  be  supportive  of  a  broadly  based 
curriculum  that  treats  HIV/ AIDS  as  a  health  issue.  Resources  have  been  made 
available  to  school  jurisdictions  which  may  order  them  directly.  This  approach 
facilitates  access  to  current  and  accurate  materials,  while  respecting  the  autonomy  of 
the  school  districts  and  their  potentially  differing  policies. 

Because  of  the  nature  of  the  disease,  many  Alberta  institutions,  including  AADAC, 
corrections  services,  post-secondary  institutions,  and  private  industry  have  made 
adjustments  to  their  policies,  practices,  staff  development,  and  staffing  to  adjust  to  the 
presence  of  HIV/AIDS.  Their  contribution  as  Alberta  agencies  to  the  prevention  of 
HIV/ AIDS  and  care  and  support  of  those  with  the  illness  is  extremely  valuable 
(although  a  comprehensive  listing  is  beyond  the  scope  of  this  project). 


19 


3.    Alberta's  response  to  HIV/AIDS — many  strengths  identified 


The  information  in  this  and  the  following  sections  is  an  amalgamation  of  the  key 
informant  interviews  and  the  responses  from  the  survey  and  focus  groups.  Our 
findings  included  information  on  the  strengths  identified  in  the  HIV/ AIDS  work 
being  undertaken  at  both  the  provincial  and  local  community  levels.  A  summary  of 
our  findings  follows. 

Provincial  AIDS  Program.  A  number  of  strengths  were  identified  with  the  work 
being  conducted  by  the  Provincial  AIDS  Program. 

►  Public  awareness  and  education  initiatives — specific  initiatives 
highlighted  were  the  development  of  the  poster  campaign  for  young 
adults,  the  TV  infomercials  (noted  to  be  concise  and  positive  in  dealing 
openly  with  risk  behaviours),  and  other  resource  materials  such  as  the 
condom  fact  sheet.  The  material  was  viewed  as  relevant  to  Alberta,  well- 
researched,  credible  and  creative,  well  presented  and  available  on  a  broad 
basis.  The  development  of  comprehensive  campaigns  has  helped  to 
initiate  the  social  change  process. 

The  availability  of  a  provincial  central  coordination  function  maximized 
the  use  of  resources  effectively  by  reducing  duplication  and  allowing  for  a 
broad  dissemination  of  information,  especially  through  the  media.  The 
use  of  the  Alberta  Health  logo  also  strengthened  public  credibility  of  the 
resource  materials. 

Targeting  specific  groups — education  and  harm  reduction  strategies — has 
enhanced  public  awareness  about  the  disease  trends,  and  shown  foresight 
on  the  part  of  the  Provincial  AIDS  Program. 

►  Provincial  policy,  funding  and  program  development  role — having  a 
focal  point  and  central  coordination  for  provincial  policy  and  funding 
decisions,  including  the  development  of  educational  materials  and  other 
guidelines  was  viewed  as  significant  to  progress  in  HIV/AIDS  work. 
Reference  was  also  made  to  the  staff  capabilities  in  handling  controversial 
issues  and  being  a  resource  to  assist  others  dealing  with  controversial 
situations. 

The  recent  availability  of  a  number  of  small  community  grants  was  viewed 
as  significant  to  facilitating  local  HIV/ AIDS  education  and  prevention 
efforts.  These  grants  are  in  addition  to  major  grants  provided  annually  to 
community  AIDS  organizations  and  injection  drug  use  HIV  prevention 
programs.  Support  of  special  initiatives  such  as  the  injection  drug  use 
programs  was  viewed  as  important. 

Such  central  funding  provision  helps  to  influence  the  nature  of  the 
programs  provided  and  avoid  duplication  of  resources. 
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►  Expert  role — the  availability  of  consistent  expert  advice  was  viewed  as 
essential  to  rural  communities.  Accessibility  to  staff  and  their  quick 
responsiveness  to  requests  was  reinforced  as  a  strength.  The  availability 
of  staff  to  provide  outreach  services  to  the  rural  communities  was  also 
applauded;  e.g.,  Medical  Director  and  other  consultants  serving  as 
resources  to  local  service  providers,  including  physicians,  hospitals  and 
home  care  and  sexual  health  programs. 

Staff  were  viewed  as  being  objective  and  supportive  in  serving  as  a 
"sounding  board",  in  helping  to  evaluate  course  options,  in  planning  for 
funding  and  in  writing  proposals.  Staying  focused  on  HIV/ AIDS  as  a 
health  problem  and  incorporating  the  medical  model  in  the  broader  health 
context  has  been  critical.  The  focus  on  health  promotion  and  wellness  has 
had  spin-offs  with  other  diseases. 

►  Long  term  planning,  evaluation  and  research  initiatives — the  strong 
focus  on  evidence-based  programs  grounded  in  research  regarding 
knowledge,  attitudes  and  reported  behaviours,  program  evaluation  and 
needs  assessments  was  commended.  The  availability  of  reports  to  field 
staff  was  also  acknowledged. 

►  HIV/AIDS  epidemiological  information — information  is  viewed  as 
current  and  regularly  reported. 

►  Commitment  to  HIV/AIDS  endeavors — staff  were  applauded  for  their 
long  term  and  continuing  commitment  to  the  AIDS  movement. 
Specifically,  staff  were  viewed  as  being  thorough  in  their  planning 
approaches  and  in  providing  sound  program  advice  on  a  timely  basis, 
resulting  in  approval  for  a  variety  of  program  initiatives. 

►  Partnership  building  with  other  sectors — the  development  of 
partnerships  with  the  corporate  sector,  Alberta  Education  and  AIDS 
service  organizations  is  viewed  as  very  effective.  The  Program  serves  as 
a  model  for  community-driven  processes  that  stress  collaboration  and 
networking,  resulting  in  high  levels  of  collegiality  and  respect. 

The  fostering  of  a  consortia  model  for  care  and  support  at  the  community 
level  has  helped  to  encourage  community  collaboration.  Involvement  and 
collaboration  with  the  interagency  councils  has  also  encouraged  broad 
community  action. 

►  Care  and  support  role — the  Program  has  been  a  major  advocate  for 
securing  funding  for  the  HIV  clinics  and  AIDS  Service  Organizations 
(ASOs)  involved  in  providing  care  and  support  services.  As  well,  the 
consulting  support  given  to  the  home  care  programs  has  been  responsive 
to  local  needs.  The  provincial  antiretro viral  drug  plan  is  regarded  as  a 
strength. 
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►  Effective  media  management — the  handling  of  media  crises  was  viewed 
as  effective  in  minimizing  the  potential  negative  impact. 

Local  HIV/AIDS  work.  A  number  of  strengths  were  also  identified  in  the  work 
being  conducted  in  local  communities: 

►  Consumer-focused — consumers — defined  as  the  users  or  recipients  of 
the  services  (including  the  full  range  of  prevention,  education,  care  and 
treatment  services) — are  involved  in  local  governance  and  planning  as 
clients,  service  providers,  and  board  members;  information  is  explicit  and 
targeted;  local  responsibility  facilitates  responsiveness  to  consumer  needs 
and  creative  outreach  to  consumers. 

Excellent  initiatives  have  been  started  with  emerging  at-risk  populations — 
aboriginals  and  prison  population. 

Public  policy  and  legislative  barriers  are  avoided. 

Openness  is  increasing  on  the  part  of  those  in  the  palliative  stages  to  share 
their  experience  as  a  result  of  local  community  strengths  and  positive 
media  attention. 

►  Health  promotion/prevention  focused — focus  on  health  promotion  and 
prevention  has  been  positive.  Local  school  education  initiatives  have  been 
strong.  Overall,  local  program  collaboration  has  resulted  in  effective 
partnerships. 

Gay  community  messages  are  well-entrenched  through  the  ASOs — 
incorporated,  non-profit  organizations  whose  mission  is  to  service 
HIV/AIDS  issues. 

►  Successful  community  development — community  involvement  and 
empowerment  have  been  successfully  facilitated.  Local  residents  have 
demonstrated  commitment  to  deal  with  "sensitive"  needs.  Local 
organizations  are  close  to  the  communities  and  able  to  promote  local  needs 
to  help  communities  assume  ownership  for  the  HIV/ AIDS  issues. 

►  Collaborative  community  partnerships — interagency  councils, 
developed  at  the  outset  of  the  epidemic,  have  undertaken  prevention  and 
education  activities  and  facilitated  collaboration  with  their  community 
colleagues.  Joint  strategic  planning  exercises  have  also  facilitated 
identification  of  community-wide  priorities  and  implementation  of 
initiatives.  The  Councils  have  been  effective  in  stimulating  positive 
political  action  (public  support  of  activities  by  municipal  governments), 
and  in  strengthening  physicians'  and  other  professionals'  efforts  to  become 
educated. 

Agency  cooperation  has  facilitated  referrals  and  developed  confidence  in 
consumers  to  access  other  resources  and  services.  Community  teams 
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have  developed  in  some  areas  with  strong  interdependence  and 
collaboration,  recognizing  their  multidisciplinary  strengths  and  providing  a 
strong  referral  system. 

Strong  support  and  counselling  services — both  individual  and  group 
counselling  are  viewed  as  significant  strengths.  Smaller  communities 
have  experienced  a  bonding  and  closeness  in  developing  their  services. 

Strong  care  and  support  services — Community  consortia  have 
developed  to  plan  services  and  recommend  allocation  of  provincial  grant 
funding  among  local  agencies  having  responsibilities  in  caring  for  those 
with  HIV/AIDS. 

With  dedicated  funding  to  the  HIV  clinics  in  Edmonton  and  Calgary 
which  have  a  provincial  role,  strong  and  diverse  health  care  teams  with 
access  to  multiple  specialists  have  developed.  Other  disciplines  such  as 
social  workers  are  recognized  and  employed  as  significant  members  of  the 
team. 

Throughout  the  province  access  to  services — clinical,  education,  support, 
testing — has  been  facilitated  through  better  awareness  of  services  and 
more  knowledgeable  professionals.  Cooperation  has  improved  among 
physicians.  The  medical  community  is  seeking  expertise  outside  the 
medical  fraternity  such  as  that  available  through  community  health  centres. 
Local  hospitals  appear  to  be  dealing  with  those  with  HIV/ AIDS  more 
effectively. 

AIDS  Service  Organizations  have  developed  supportive  relationships  and 
readily  share  resources  with  one  another.  ASOs  have  also  demonstrated 
local  leadership  in  addressing  community  issues  and  meeting  the  needs  of 
those  living  with  HIV. 

More  shared  learning  around  marginalized  populations  is  occurring — 
formal  health  care  settings  are  adapting  their  processes  to  accommodate 
special  needs,  thus  promoting  greater  acceptance  of  their  services. 

Housing  initiatives  are  also  developing  in  Edmonton  and  Calgary  in 
response  to  identified  needs.  The  HIV/ AIDS  housing  facilities  have 
developed  strengths  in  managing  dementias  and  providing  overall  support 
to  those  in  the  final  stage  of  illness. 

Focus  on  community-based  care  has  decreased  the  use  of  hospitals  and 
allowed  more  people  to  be  cared  for  and  to  die  at  home.  The  community- 
based  approach  has  served  as  a  model  for  other  illnesses  and  diseases. 

Significant  growth  in  Home  Care  programs  has  increased  resources  for 
caring  for  those  with  HIV/ AIDS.  Home  Care  staff  are  becoming  more 
knowledgeable  as  a  result.  IV  therapy  is  available  through  the  home 
setting. 
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Early  intervention  initiatives  such  as  IV  therapy  also  help  prevents  major 
disabilities  such  as  blindness. 

►  Strong  staff  and  volunteer  commitment — staff  are  willing  to  share 
information  and  other  resources.  Volunteers  have  been  significant  in 
many  roles,  including  fundraising  and  facilitating  support  groups. 
Volunteer  training  has  been  strengthened  (with  support  and  funding  from 
the  Provincial  AIDS  Program). 

►  Efficient  community  organization  operations — many  community 
organizations  rely  on  volunteers,  have  low  overhead  costs  and  minimal 
administrative  bureaucracy.  Accessibility  to  services,  flexibility  in 
responses  and  mobility  of  resources  across  the  province  (e.g.,  Feather  of 
Hope)  have  been  expedited  through  community  organizations.  The 
sharing  of  administrative  and  physical  infrastructures  through  the  ASOs 
has  allowed  other  organizations  (e.g.,  The  AIDS  Network  of  Edmonton 
with  the  Feather  of  Hope  Society  and  Living  Positive)  to  develop  and 
survive. 
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IV 

HIV/AIDS  In  Alberta— Identifying  Future 
Challenges 


In  this  chapter  we  present  a  consolidation  of  the  major  issues  to  be  addressed  in  the 
strategic  planning  process.  The  consolidation  represents  a  summary  of  the  issues  identified 
through  the  key  informant  interviews,  the  provider/client  survey  and  the  focus  groups. 

The  issues  are  organized  according  to  the  six  strategic  areas  identified  in  the  original 
strategic  plan  (some  modification  has  been  made  to  some  of  the  terminology  to  better  reflect 
the  category  of  the  issues):  prevention  and  control,  education  of  workers,  epidemiological 
surveillance,  laboratory  diagnosis  and  testing,  care  and  treatment  programs,  research  and 
evaluation.  Two  other  issues  that  do  not  fall  within  these  categories  are  included  in  a 
separate  section. 

For  each  issue  identified,  the  current  situation,  the  key  issue,  and  the  major  implications  of 
the  issue  are  highlighted.  While  specific  stakeholder  groups  are  not  identified,  we  wish  to 
reinforce  that  all  Albertans  are  stakeholders  in  addressing  HIV/AIDS  concerns — the 
disease  will  ultimately  touch  everyone.  Key  stakeholders  will  need  to  be  consulted  in 
strategic  planning  to  address  the  issues. 


A.   Prevention  and  control 

Prevention  and  control  of  the  transmission  of  HIV  infection  from  the  infected  to  the 
uninfected  are  regarded  as  the  essential  components  of  HIV/AIDS  programming. 

1 .    Public  values  and  beliefs  about  HIV/AIDS 

Current  situation.  Considerable  progress  has  been  made  in  developing  public 
awareness  and  knowledge  about  HTV7AIDS  in  order  to  reduce  denial  of  the  risks  that 
may  prevent  the  practicing  of  safe  behaviours  and  healthy  lifestyles  and  unnecessary 
fears  that  may  lead  to  discriminatory  attitudes  and  behaviours.  Much  of  the  progress 
can  be  attributed  to  addressing  HIV/AIDS  as  a  health  and  social  problem  rather  than  a 
moral  problem.  This  belief  has  been  strongly  endorsed  by  the  provincial  government 
and  local  service  providers. 

Issue — viewing  HIV/AIDS  as  a  moral  issue.  Our  findings  indicate  increasing 
concern  that  viewing  HIV/ AIDS  as  a  health  and  social  problem  is  being  challenged 
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by  particular  segments  of  society  who  view  HIV/ AIDS  and  related  sexuality  issues 
as  moral  issues. 

Implications  of  the  issue: 

►  Promotes  discriminatory  attitudes  and  behaviours  towards  and 
unnecessary  fears  of  infected  individuals  and  their  personal  support 
systems  in  communities,  schools  and  workplaces.  Discrimination  and 
fears  may  result  in  loss  of  education,  employment,  and  psychosocial 
support. 

►  May  create  difficulties  making  non-judgmental  HIV/ AIDS  and  sexuality 
information  available  through  the  media,  educational  system  and  other 
public  forums. 

►  May  stimulate  homophobia  as  many  people  view  a  direct  linkage  between 
homosexual  behaviour  and  AIDS,  thereby  creating  additional  barriers  in 
providing  prevention  and  education  initiatives.  For  example,  myths  are 
perpetuated  that  if  you  are  not  gay,  then  you  are  not  at  risk  of  contracting 
HIV. 

►  May  place  the  gay  community  in  direct  confrontation  with  or  isolation 
from  other  potentially  supportive  sectors  of  society. 

2.    Targeted  information,  resources  and  approaches 

Current  situation.  Information,  print  and  audiovisual  resources,  and 
educational/preventive  approaches  have  been  successfully  developed  and 
implemented  for  the  general  public,  such  as  the  Facing  AIDS  multimedia  campaign, 
and  for  the  school  system.  Our  findings  indicate  that  the  general  level  of  public 
awareness  and  knowledge  about  HIV/AIDS  is  viewed  as  satisfactory,  although  more 
work  is  required  in  developing  skills  in  practicing  safe  behaviours.  Public  education 
and  awareness  initiatives  need  to  continue  in  order  to  assure  the  public's  knowledge 
and  improve  the  practicing  of  safe  behaviours. 

Some  education  and  prevention  initiatives  have  also  been  targeted,  such  as  the  Young 
Adults  Program  directed  at  18-26  year  olds  and  the  print  and  resource  materials 
developed  for  the  school  system.  Urban  AIDS  service  organizations  have  primarily 
targeted  the  homosexual  community  and  one  province- wide  organization  has  targeted 
the  aboriginal  population.  In  the  large  urban  centres,  services  (including  needle 
exchange  programming)  are  targeted  for  the  injection  drug  users. 

Issue — level  of  HIV/AIDS  is  increasing  in  special  population  groups.  Our 

findings  indicate  growing  concern  about  the  increasing  level  of  HIV/ AIDS  among 
special  population  groups:  women,  youth,  injection  drug  users,  aboriginals, 
prisoners,  and  "street  people"  in  general.  These  groups,  which  are  not  mutually 


26 


exclusive,  often  have  special  needs  and  present  unique  challenges  in  providing 
education  and  prevention  programs. 

Implications  of  the  issue: 

►  Populations  that  may  be  the  hardest  to  reach  may  also  be  the  most 
vulnerable  because  they  are  often  transient,  unemployed,  have  low 
education  and  literacy  skills,  and  lack  self-esteem  and  motivation. 

►  The  most  vulnerable  individuals  may  also  present  with  complex  situations 
and  dual  diagnoses  including  substance  misuse  (causing  impaired 
decision-making),  mental  illness,  and  other  infections  such  as  TB.  A 
history  of  physical,  emotional  and  sexual  abuse  may  also  be  present. 

►  Women  whose  socialization  does  not  include  negotiations  about  sexual 
practices  will  be  more  vulnerable.  Women  may  also  experience  gender 
bias  in  seeking  services  such  as  HIV  testing. 

►  Youth  may  deny  their  vulnerability  and  risk  for  HIV  infection  due  to 
issues  involving  discretion,  homophobia,  self-esteem  and  communication 
skills  (especially  concerning  condom  use). 

►  Aboriginal  communities  may  face  several  obstacles  in  addressing 
HTV7AIDS  issues,  including  limited  HIV/AIDS  knowledge,  low  priority 
given  to  HIV/ AIDS  (given  other  health  and  social  problems),  reluctance 
to  address  sexuality,  fear  of  disclosing  homosexual  orientation,  transient 
lifestyles,  substance  misuse  problems  and  a  focus  on  traditional  medicine 
to  the  exclusion  of  medical  diagnosis  and  treatment. 

►  The  inmate  population  poses  challenges  due  to  a  lower  level  of  literacy, 
poorer  motivation  to  seek  information  or  to  change  high-risk  habits  and  a 
high  level  of  distrust  regarding  information  provided  by  "the  system". 

►  Programming  strategies  need  to  have  a  holistic  approach  (including 
developing  healthy  relationships,  building  self-esteem,  facilitating 
empowerment),  accessible  service  arrangements  (including  street  workers, 
ready  access  to  injection  drug  use  programs  and  other  preventive 
programs),  innovative  educational  approaches  using  peer  educators  and 
audiovisual  media. 

►  The  need  for  interdisciplinary  approaches  is  elevated  given  the  frequent 
low  socio-economic  circumstances  and  presence  of  dysfunctional/abusive 
family  situations. 
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3.    Continued  linkage,  integration  and  collaboration 

Current  situation.  The  Provincial  AIDS  Program  has  developed  a  strong  model  of 
interdepartmental,  interagency  and  corporate  collaboration.  Examples  of  successful 
collaboration  in  prevention  and  control  initiatives  include  the  presentation  of 
comprehensive  HIV/ AIDS  education  and  resources  in  the  school  system,  Young 
Adults'  Program,  support  for  the  former  health  units  (now  integrated  into  the 
Regional  Health  Authorities),  and  other  community  organizations.  The  Provincial 
AIDS  Program  has  also  explored  cross-departmental  and  governmental  issues  such 
as  educational  and  preventive  initiatives  involving  Corrections,  Family  and  Social 
Services,  Aboriginal  health,  and  Health  Canada.  Staff  consult  to  numerous 
organizations  and  professionals  and  participate,  when  possible,  on  local  interagency 
committees. 

In  general,  community  organizations  have  highlighted  collaboration  as  an  essential 
operating  principle.  Office  arrangements  and  administrative  processes  have  been 
shared  among  a  number  of  AIDS  service  organizations.  Interagency  groups  and 
councils  addressing  prevention  and  education  concerns  have  been  operating  for  a 
number  of  years. 

Issue — need  for  enhanced  collaborative  processes  and  relationships  in  the  face 
of  potential  threat.  Our  findings  indicate  that  inter-organizational,  inter- 
governmental and  inter-departmental  collaboration  has  largely  been  positive.  The  lack 
of  a  vaccine,  the  chronicity  of  the  disease,  and  the  changing  epidemiology  make 
ownership  by  various  sectors  and  collaboration  more  necessary.  However, 
increasing  fiscal  pressures  and  government  reform  (health,  education  and  social 
services  systems)  create  uncertainty  about  financial  and  human  resources  and  the 
continuity  of  existing  working  relationships. 

Implications  of  the  issue: 

►  Increasing  interagency  competition  for  grant  and  voluntary  dollars  may 
cause  organizations  to  retreat  and  adopt  protectionist  stances  in  their  bid 
for  declining  resources. 

►  Reduced  fiscal  resources  may  place  increased  demands  on  limited 
administrative  support  resources  needed  to  facilitate  interagency 
cooperation. 

►  Increased  prevention  initiatives  throughout  the  province  via  the  Regional 
Health  Authorities,  schools,  and  community  agencies  will  be  required  as 
HIV  infection  gradually  spreads. 

►  Government  reform  may  threaten  collaboration  due  to  devolvement  of 
direct  service  responsibilities  to  local  providers,  realignment  of  funding 
and  programming  priorities,  introduction  of  "new  players"  unfamiliar  with 
HIV/AIDS,  realignment  of  roles  and  responsibilities  within  government 
departments  and  local  authorities. 
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►  The  internal  reorganization  of  the  Communicable  Disease  Control  and 
Epidemiology  Branch  may  affect  the  advisory  and  community  support 
role  of  the  Provincial  AIDS  Program. 

4.    School  HIV/AIDS  education 

Current  situation.  Since  1989,  sexuality  education  including  HIV/ AIDS  has  been 
mandated  in  the  provincial  junior  and  senior  high  curricula.  In  junior  high  the 
education  is  part  of  the  health  curriculum;  in  senior  high,  the  CALM  (Career  and  Life 
Management)  program.  Some  education  on  HIV/ AIDS  may  be  done  in  elementary 
grades  but  is  not  required  as  part  of  the  provincial  curriculum.  However,  several 
school  jurisdictions  have  mandated  HIV/ AIDS  education  as  part  of  the  local 
elementary  curriculum.  Teachers  require  continued  access  to  a  variety  of  age- 
appropriate  print  and  audiovisual  resource  materials. 

Inservice  education  was  initially  offered  to  teachers  and  continues  to  be  offered. 
However,  the  participation  of  teachers  in  the  various  inservice  education  sessions 
varies  across  the  province.  In  addition  to  teachers,  other  individuals  may  be  involved 
in  classroom  education — ASO  staff  and  public  health  staff. 

Today,  the  education  system  is  undergoing  significant  reform:  the  governance 
structures  are  being  regionalized,  health  is  being  de-emphasized  as  greater  attention  is 
focused  on  language-arts  and  science  education,  and  competing  curricula  such  as 
"Teen- Aid"  are  emerging.  Regional  boards  will  assume  increasing  responsibilities 
for  policies  and  decisions  regarding  curricula  priorities  and  the  subsequent  allocation 
of  resources. 

Issue — changing  education  needs.  Evaluations  have  shown  that  student 
knowledge  and  attitudes  are  largely  satisfactory  but  that  many  students  lack  the  skills 
or  will  to  translate  the  information  into  effective,  safer  behaviours.  Teachers'  comfort 
with  HIV/AIDS,  especially  in  the  management  of  sensitive  situations,  varies  across 
the  province  with  more  sensitivity  usually  being  experienced  in  rural  areas.  More 
attention  will  be  required  to  address  educational  approaches  that  focus  on  skill 
development  and  motivate  students  to  adopt  safer  behaviours.  In  addition,  as  more 
knowledge  and  experience  is  gained  with  HTV7AIDS,  existing  resources  and  teachers' 
knowledge  will  require  updating. 

Roles  and  responsibilities  for  HIV/ AIDS  education  in  the  classroom  also  need  to  be 
clarified.  The  best  source  of  HIV/ AIDS  information  has  been  determined  to  be 
teachers  with  outside  assistance  from  other  individuals  actively  involved  in 
HIV/ AIDS  work.  Where  community  sensitivities  prevail  and  teacher  discomfort 
levels  are  higher,  more  reliance  may  be  placed  on  external  community  educators. 
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Implications  of  the  issue: 

►  The  prevalence  of  HIV  infection,  the  denial  of  vulnerability  by  youth,  and 
a  declining  median  age  of  HIV  infection  reinforce  the  need  for  effective 
and  comprehensive  HTV7AIDS  education  in  the  school  system. 

►  The  volume  and  variety  of  print  and  audiovisual  resource  materials  at  the 
international,  national,  provincial  and  local  community  levels  have 
increased  significantly.  Selecting  materials  known  to  be  effective  and 
relevant  to  student  needs  while  respecting  specific  community  and  school 
cultures  becomes  vital  to  contain  costs  and  maximize  program 
effectiveness. 

►  Increasing  sensitivity  to  sexuality  and  HIV/ AIDS  education  generated  by 
special  interest  groups  may  challenge  the  mandatory  status  of  provincially- 
developed  HTV7AIDS  education  programs. 

►  Reforms  in  the  education  system  and  the  resulting  demands,  combined 
with  increasing  sensitivities  about  sexuality  and  HIV/ AIDS  education, 
may  be  threatening  to  some  teachers,  diminishing  their  priorities  for 
providing  health  education  (including  HTV/AIDS)  and  accessing  inservice 
education. 

►  Reliance  on  external  educators  for  HIV/ AIDS  education  may  have  both 
positive  and  negative  consequences.  The  positive  consequences  include 
the  availability  of  current  and  specialized  information  and  high  comfort 
levels  in  addressing  questions  and  concerns.  The  negative  consequences 
include  possible  lost  opportunities  to  address  HIV/ AIDS  in  conjunction 
with  other  health  and  lifestyle  education  and  limited  relationship  and  trust 
building  between  teachers,  parents  and  the  students  in  addressing 
important  but  sensitive  topics. 


B.   Education  of  workers 

The  education  of  workers  addresses  professionals  engaged  in  HIV/ AIDS  educational  and 
preventive  services  and  individuals  employed  in  the  general  workforce. 

1 .    Health  and  social  services  system 

Current  situation.  Over  the  past  eight  years  considerable  progress  has  been  made 
in  educating  health  care  and  other  professionals  about  HIV/AIDS,  preventive 
initiatives  and  measures,  the  care  and  service  requirements  for  individuals  who  have 
become  infected  and  the  use  of  universal  precautions.  In  general,  infection  control 
has  improved. 
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Issue — generalist  knowledge  and  attitudes  is  deficient,  especially  in  rural  areas. 

While  more  health  and  other  professionals  (social  workers,  mental  health  workers) 
are  becoming  informed  about  HIV/AIDS,  our  findings  indicate  that  consumer 
experiences  across  the  province  vary.  Some  people  in  some  areas  receive  excellent 
care  and  support.  We  identified  a  wide  variation  in  the  quality  of  medical  assessments 
and  advice  regarding  risk  of  HIV  infection,  willingness  to  authorize  HIV  tests 
(especially  for  women),  access  to  pre/post-test  HIV  counselling,  responsiveness  to 
HIV  diagnosis  for  early  intervention  measures,  willingness  to  offer  care  if  HIV 
infection  is  disclosed  (medical/dental  care,  acute  care  hospitals,  long  term  care 
facilities),  provision  of  quality  care  (minimal  client/patient  contact,  isolation 
procedures,  labeling  of  HIV  infection,  uncertainty  regarding  treatment  of  other  health 
conditions  when  HIV  diagnosis  is  present,  e.g.,  cardiac  problems).  Discriminatory 
behaviours  and  confidentiality  concerns  may  occur  in  rural  areas  and  for  injection 
drug  users  who  will  increasingly  require  services.  As  more  infected  individuals  are 
diagnosed  in  rural  areas,  the  demands  on  health  and  social  services  professionals, 
including  home  and  palliative  care,  will  increase. 

Implications  of  the  issue: 

►  Knowledgeable,  local  professionals  can  be  instrumental  in  preventing 
HIV  infection  through  identification  of  and  counselling  about  risk 
behaviours. 

►  Identifying  HIV  infection  in  the  early  stages  to  maximize  early 
intervention  strategies  may  be  compromised. 

►  Unnecessary  reliance  and  increasing  demands  may  be  placed  on 
professionals  and  health  centres  in  larger  urban  centres,  affecting  the  local 
physician/patient  relationship  and  requirements  for  follow-up  care  and 
management  of  general  health  problems. 

►  Differing  values  and  beliefs  in  communities  that  result  in  fears  and 
possible  inequitable  access  to  care  pose  challenges  to  resolving 
confidentiality  concerns. 

2.    Workplace  education 

Current  situation.  Workplace  education  with  regard  to  the  transmission  of 
HIV/AIDS  and  the  use  of  universal  precautions  is  common  in  health  care  settings  and 
other  occupational  settings  where  there  is  risk  of  exposure  to  possible  HIV  infection. 
However,  workplace  education  regarding  HIV-infected  employees  is  less  common. 
Workplace  Projects  for  businesses  have  been  initiated  by  some  ASOs.  The  projects 
are  designed  to  assist  employers  in  implementing  employee  education  around 
HIV/ AIDS.  Projects  may  also  offer  support,  advice,  resources  and  referral  for 
individuals  in  the  workforce  living  with  HIV. 
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Issue— underdeveloped  workplace  education  respecting  HIV/AIDS.  Workplace 
policies  respecting  the  treatment  of  infected  employees  or  consumers/customers  vary 
across  the  province  in  both  the  private  and  public  service  sectors.  Our  findings 
indicated  that  in  some  jurisdictions  workplace  policies  are  either  underdeveloped  or 
absent.  The  major  concern  highlighted  was  discrimination  (service  refusal)  and 
isolation  experienced  when  HIV  infection  was  disclosed — school  settings,  day  care 
centres  (including  situations  where  only  a  parent  was  infected),  acute  care  hospitals, 
physician  and  dental  offices,  etc.  Concern  was  also  expressed  about  the  employer 
response  to  HIV  disclosure  that  resulted  in  loss  of  employment  rather  than  workplace 
education  and,  if  necessary,  job  re-assignment. 

Implications  of  the  issue: 

►  Unnecessary  employment  loss  and  early  dependence  on  public  and  private 
income  support  and  other  benefit  programs. 

►  Loss  of  personal  dignity  and  potential  loss  of  local  and  personal  support 
systems. 

►  Misunderstanding  of  personal  safety  and  discomfort  by  co-workers. 


C.  Epidemiological  surveillance 

Epidemiological  surveillance  refers  to  the  activities  undertaken  to  monitor  HIV  infection 
and  AIDS  cases. 

1 .    Reporting  HIV  infection 

Current  situation.  In  Alberta  HIV  infection  is  not  a  reportable  condition.  As 
identified  earlier,  seropositivity  statistics  available  are  collected  through  the  Provincial 
Laboratories  and  the  Red  Cross  Transfusion  Service  laboratories.  These  statistics 
only  reflect  those  individuals  tested.  At  present,  Alberta,  British  Columbia  and 
Quebec  are  the  only  provinces  in  which  HIV  is  not  notifiable.  Experts  disagree  on 
the  value  of  making  HIV  a  notifiable  disease. 

Issue — resolve  the  reportability  of  HIV  infection.  Our  findings  confirm  that 
considerable  debate  surrounds  the  value  of  making  HIV  a  notifiable  disease, 
reflecting  diverse  and  conflicting  viewpoints  among  medical  experts,  other  service 
providers  and  client  advocates.  In  February  1995,  the  provincial  government 
appointed  a  Committee  to  review  "The  Transmission  of  HIV  and  Other  Blood-Borne 
Infectious  Diseases  in  Health  Care  Settings".  HIV  notifiability  was  among  the  issues 
addressed.  In  its  report  of  July,  1995,  the  Committee  noted  the  difficulty  in  resolving 
the  issue.  However,  the  Committee  concluded  that  the  advantages  of  making  HIV  a 
notifiable  disease  outweighed  the  disadvantages.  Consequently  the  Committee  has 
recommended  that  "HIV  be  added  to  the  list  of  notifiable  diseases  under  the 
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Communicable  Diseases  Regulation."  Given  this  recommendation,  the  issue  appears 
to  be  resolved.  However,  we  provide  our  findings  on  the  opposing  perspectives 
taken  on  the  issue  in  the  next  section. 

Implications  of  the  issue.  The  implications  reflect  the  opposing  positions  taken  on 
the  issue. 

►  If  reporting  of  HIV  seropositivity  were  mandatory,  proponents  assert: 

Contact  tracing  could  be  strengthened,  reinforcing  that  HIV  is  100% 
preventable. 

HTV  would  be  normalized  like  other  diseases  threatening  the  public's 
health. 

Epidemiological  evidence,  including  indications  of  resource 
requirements,  would  be  available  for  long  term  planning  initiatives. 

Epidemiological  database  would  be  available  for  research  purposes. 

Evaluation  of  the  impact  of  intensive  programming  could  be 
facilitated  and  better  targeting  accomplished. 

Approaches  to  surveillance  of  the  multiple  epidemics  would  be 
improved. 

►  If  reporting  of  HIV  seropositivity  were  mandatory,  opponents  assert: 

Anonymity  may  be  jeopardized  and  Discrimination  facilitated  making 
the  reportability  requirement  counterproductive.  Individuals  may 
avoid  testing  or  resort  to  home  HIV  testing  (soon  to  be  marketed  in 
Canada  and  the  U.S.),  thus  circumventing  the  formal  health  care 
system. 

HTV  seropositivity  results  do  not  provide  a  full  clinical  picture  of  the 
disease  nor  will  they  predict  the  clinical  needs  that  may  be  required 
as  the  infection  progresses. 

Resources  for  long  term  planning  purposes  can  be  adequately 
predicted  through  provision  of  non-nominal  data  on  those 
individuals  already  under  care  in  the  system. 

Some  contact  tracing  is  already  being  done  through  two  sources — 
HIV  clinics  and  STD  clinics. 

Unnecessary  expense  is  incurred  in  completing  the  paperwork  and 
generating  reports. 

A  false  sense  of  security  is  perpetuated  that  "something  is  being 
done  about  something  that  you  can't  do  much  about." 
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D.  Diagnosis  and  laboratory  testing  for  HIV  infection 


Laboratory  diagnosis  and  testing  refers  to  the  availability  of  and  accessibility  to  medical 
assessments,  counselling  and  testing  for  individuals  who  may  be  HIV  infected. 

1 .  Accessibility  to  testing 

Current  situation.  Any  physician  can  order  an  HIV  antibody  test.  The  tests  are 
also  available  through  the  STD  clinics.  The  tests  are  not  available  through  community 
AIDS  organizations  that  are  not  licensed  for  laboratory  procedures.  HIV  tests  done 
for  health  reasons  are  free  of  charge. 

Issue — limited  medical  assessments,  counselling  and  accessibility  to  testing  in 
rural  areas.  Our  findings  indicate  that  medical  assessments  of  the  risk  of  HIV 
infection  in  rural  areas  may  be  hampered  by  inadequate  assessment  of  risk  behaviours 
and  by  naivete  regarding  the  epidemiology  of  HIV.  Pre/post-test  counselling  may  not 
be  available.  Perceived  compromises  to  confidentiality  create  barriers  in  accessing 
local  testing  services. 

Implications  of  the  issue: 

►  Continued  perception  that  HIV/ AIDS  is  not  a  threat  to  all  Alberta 
communities  and  lack  of  normalization  of  the  disease. 

►  Increased  demands  on  health  care  professionals  and  services  in  larger 
centres  where  anonymity  is  assured.  Transportation  costs  to  access  care 
will  likely  be  higher  and  for  those  individuals  on  social  assistance,  the 
costs  will  be  borne  by  the  provincial  government. 

►  Attitudes,  knowledge  and  skills  of  physicians  and  their  staff  in 
considering  HIY/AIDS  in  rural  areas  need  to  be  strengthened. 

►  Other  professional  and  community  attitudes  and  knowledge  about 
HTV7AIDS  and  the  related  confidentiality  issues  need  to  be  strengthened. 

2.  Mandatory  testing  of  health  care  workers 

Current  situation.  Mandatory  testing  of  health  care  workers  in  Alberta  is  not 
required.  Research  indicates  that  transmission  of  HIV  infection  through  infected 
health  care  workers  is  an  unlikely  route  of  transmission.  Such  testing  would  not  have 
any  impact  on  the  epidemic. 

Issue-— increasing  pressure  to  require  mandatory  testing  of  health  care 
workers.  Public  knowledge  of  HIV  infection  occurring  in  health  care  workers  raises 
concerns  about  vulnerability  of  the  health  care  consumer.  The  concerns  may  result  in 
demands  that  health  care  workers  undergo  mandatory  HIV  testing.  The  Committee 
on  "The  Transmission  of  HIV  and  Other  Blood-Borne  Infectious  Diseases  in  Health 
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Care  Settings"  reviewed  the  issue  of  mandatory  testing  of  health  care  workers  for 
HIV.  The  Committee  concluded  that  based  on  the  current  evidence,  "mandatory 
testing  would  have  no  positive  impact  on  protecting  the  public  from  acquiring  HIV 
and  could  have  negative  consequences  if  it  resulted  in  a  false  sense  of  security  or 
undermined  other  infection  control  approaches."  Consequently,  mandatory  testing 
was  not  recommended. 

Our  findings  also  indicated  that  there  was  no  support  for  mandatory  testing  of  health 
care  workers.  Objections  to  mandatory  testing  included: 

►  False  sense  of  security  to  the  public  because  HIV  is  not  being  transmitted 
in  this  manner. 

►  Nature  of  HTV  infection  would  require  frequent  and  constant  testing. 

►  Unnecessary  expense  incurred  in  undertaking  the  tests  (estimated  at  $300 
per  test)  and  reporting  the  results.  Costs  to  employers  and  Alberta 
taxpayers  could  be  substantial. 

►  Discrimination  may  be  directed  against  those  individuals  who  either  test 
positive  or  self-identify  as  positive  resulting  in  job  loss. 

►  Standards  would  be  required  to  identify  the  type  of  health  care  work  that 
would  be  considered  to  present  a  risk  to  clients/patients. 

Given  the  recent  recommendation  of  the  Committee,  this  issue  appears  to  be  resolved. 
However,  other  recommendations  of  the  Committee  regarding  practice  guidelines  for 
HTV  infected  professionals  need  to  be  considered  by  the  Provincial  AIDS  Program  in 
collaboration  with  professional  associations,  health  care  employers,  and  others  who 
are  affected  by  the  issue. 


E.  Care  and  treatment 

Care  and  treatment  refer  to  the  services  and  activities  required  to  meet  the  needs  of  infected 
individuals  and  their  support  systems.  Needs  are  addressed  by  interdisciplinary  teams  and 
may  be  provided  in  home  settings,  two  specialty  HIV  clinics,  STD  Services,  private 
practitioners'  offices,  acute  care  and  long  term  care  facilities. 

In  follow-up  to  the  original  strategic  plan,  a  document  entitled  Caring  for  People  with  HTV 
Infection  /AIDS  was  produced  by  a  Working  Group  on  AIDS  Patient  Care  Services.  The 
care  requirements  and  needs  of  infected  individuals  and  their  support  systems  and  the 
recommendations  for  meeting  those  needs  were  described.  In  addition,  the  principles  of 
care  were  articulated.  An  implementation  plan  for  the  range  of  services  and  estimated 
service  costs  was  included.  The  report  concluded  with  recommendations  for  monitoring 
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HIV/AIDS.  Six  policy  guidelines  for  the  provision  of  care  and  support  services  (described 
earlier — pages  17  and  18)  were  issued  by  the  government  in  response  to  the  report. 

1 .    Rural  client  service  needs 

Individuals  who  are  infected  and  their  support  systems  have  a  range  of  physical  and 
psychosocial  needs  requiring  access  to  a  variety  of  services.  Client  service  needs 
refer  to  the  range  of  health,  psychosocial  and  financial  support  services  that  clients 
and  their  support  systems  require  to  address  their  needs  at  different  stages  of  the 
disease  spectrum. 

Current  situation.  Over  the  years  a  range  of  health,  social  and  financial  support 
services  and  programs  has  developed.  Specialized  services  are  available  through  two 
HIV  clinics  located  at  tertiary  care  hospitals  in  Edmonton  and  Calgary  and  at  the  STD 
clinics  also  in  Edmonton  and  Calgary.  Physicians  in  other  centres  are  assuming  more 
responsibility  for  ongoing  care  with  guidance  from  the  clinics.  Other  health  and 
social  services  are  available  through  private  physicians,  home  care  programs,  AIDS 
service  organizations  and  other  community  organizations  (such  as  housing), 
government  services  and  acute  care  hospitals. 

Issue — accessibility  to  services  is  limited  in  rural  areas.  While  services  in  rural 
areas  have  grown  largely  through  community-based  programs,  including  home  care 
and  AIDS  service  organizations,  access  to  some  services  in  rural  areas  continues  to 
be  limited.  Reported  limitations  include  access  to  knowledgeable  physicians  and 
other  health  care  providers  regarding  treatment  protocols  (primary  care),  dental  care, 
counselling  upon  notification  of  infection  and  throughout  the  disease  process,  mental 
health  services,  and  after  hours  care.  Increasing  pressures  on  the  acute  care,  long 
term  care  and  home  care  sectors  may  affect  access  to  care  when  required. 
Confidentiality  concerns  exacerbate  the  situation  for  clients. 

Implications  of  the  issue: 

►  As  the  number  of  HIV/ AIDS  clients  increases  in  rural  areas,  more 
pressure  will  be  applied  for  accessing  services  closer  to  home — clients 
will  be  expecting  to  receive  the  same  quality  of  care  that  is  available 
through  larger  centres. 

►  Client  service  needs  will  be  exacerbated  as  the  infected  population  changes 
to  include  more  injection  drug  users,  women  and  children. 

►  Reliance  on  specialized  services  in  the  urban  areas  would  be  lessened  if 
family  physicians  and  other  professionals  had  the  knowledge,  skills  and 
willingness  (in  some  cases)  to  assume  follow-up  care  responsibilities. 

►  Sustaining  effective  disease  management  over  the  long  term  will  be 
required  as  the  disease  becomes  more  chronic,  placing  increased  demands 
on  local  professional  and  personal  support  networks. 
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►  Confidentiality  concerns  will  be  elevated  when  accessing  services  in 
smaller  centres. 

►  Increased  client  focus  will  be  expected  of  all  service  providers  to  facilitate 
quality  of  life,  improved  health  status  and  reduced  barriers. 

►  Increased  demands  for  specific  drug  benefits,  housing  assistance  and 
financial  support  plans  may  affect  the  reform  measures  underway  in  the 
health  and  social  services  systems  and  result  in  increasing  pressure  on 
regional  and  provincial  authorities  to  address  program  and  service 
standards. 

►  Technological  capabilities  may  facilitate  communications  between 
specialists  and  family  practitioners  and  other  service  providers. 

2.    Special  population  needs 

Current  situation.  The  current  array  of  health  and  social  services  available  to  the 
general  public  is  also  available  to  those  with  HIV/AIDS  and  their  support  systems. 
Special  staff  training  and  some  program  adaptations  have  been  made  where  possible 
to  accommodate  the  special  needs  of  those  with  HIV/ AIDS.  AIDS  service 
organizations  have  played  a  significant  role  in  responding  to  the  needs  of  the  infected 
homosexual  population.  Other  community  organizations  have  targeted  counselling 
and  support  programs  for  infected  women  (e.g.,  Positive  Women  in  Edmonton). 
Other  organizations  have  targeted  the  Aboriginal  communities  across  the  province 
(i.e.,  Feather  of  Hope  Aboriginal  AIDS  Prevention  Society),  and  the  HIV-Blood 
Transfused  group  (Calgary).  Some  special  client  service  needs  are  also  being 
addressed,  such  as  housing  (SHARP  in  Calgary,  Karos  House  I  &  II  in  Edmonton). 

Issue — increasing  infection  among  special  and  often  disadvantaged 
populations.  As  noted  earlier,  the  most  significant  increase  in  HTV7AIDS  will  be 
occurring  in  often  disadvantaged  populations — women,  youth,  injection  drug  users, 
aboriginals,  prisoners,  and  "street  people"  and  persons  with  a  combination  of  these 
circumstances.  The  complexities  surrounding  HIV/AIDS  are  significant  for  infected 
individuals  and  their  families.  Their  health  may  be  further  compromised  by 
unemployment,  lower  educational  levels,  sense  of  devaluation  and  disenfranchisement 
(personally  and  by  society),  substance  misuse  problems,  dysfunctional/abusive 
relationships,  mistrust  of  and  discomfort  with  the  formal  service  delivery  system, 
limited  or  absent  personal  support  systems.  Women  may  be  further  compromised  by 
failure  of  early  diagnosis  and  exclusion  from  clinical  drug  trials  (drug  responses  may 
differ  in  men  and  women  due  to  physical  and  metabolic  differences).  Infants  and 
children  with  HIV  infection  will  pose  significant  challenges  to  the  health,  education 
and  social  service  systems. 
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Implications  of  the  issue: 

►  Disadvantaged  persons  may  present  challenges  in  complying  with 
treatment  and  care  regimes,  and  pose  safety  and  security  risks  (especially 
injection  drug  users)  requiring  creative  case  management  approaches. 

►  Flexibility  in  program  policy  and  funding  guidelines  may  need  to  be 
elevated  to  address  complex  personal  circumstances. 

►  Demands  may  increase  for  services  to  women  such  as:  child  care 
(allowing  them  to  access  treatment),  support  groups  (including  support 
groups  for  children),  respite  care  (to  provide  relief  from  primary  care  and 
other  family  responsibilities). 

►  As  more  women  with  children  become  infected  and  ultimately  die  from 
the  disease,  more  children  will  be  orphaned,  some  HIV  infected,  and 
demands  on  the  extended  family  and  child  welfare  system  will  increase. 

►  Innovative,  integrated  and  interdisciplinary  care  and  service  approaches 
will  be  required  with  an  emphasis  on  bringing  the  services  "closer  to  the 
client  and  the  home". 

►  Prevention  of  further  transmission  of  HIV  infection  through  this 
population  will  be  essential  and  challenging. 

3.    Policy  guidelines  and  legislation 

Current  situation.  A  broad  spectrum  of  health  and  social  service  benefits  provided 
through  federal,  provincial  and  municipal  programs  exist  for  any  Albertans  who  are 
in  particular  need.  Benefits  include  income  programs,  drug  and  other  health  services, 
housing  assistance,  and  counselling.  Steps  have  been  taken  to  ensure  that  those  with 
HTV7AIDS  have  access  to  the  same  benefits  as  other  disabled  Albertans. 

Discussions  have  been  underway  to  address  special  HIV/AIDS  drug  coverage  in 
addition  to  the  free  antiretro viral  medications  but  no  decisions  have  been  made. 
Access  to  counselling  has  increased  over  the  last  four  years  through  HIV/ AIDS  care 
and  support  grant  funding.  ASOs  have  accessed  funds  to  hire  full  or  part-time  staff 
who  provide  counselling,  support  group  facilitation  and  referral  (for  those  issues 
requiring  special  expertise).  Some  funds  have  also  been  made  available  to  access 
private  therapists,  especially  when  confidentiality  is  an  issue. 

Current  legislation  or  lack  of  legislation  also  poses  some  difficulties.  The  absence  of 
living  wills  and  advanced  directives  poses  legal  difficulties  with  estranged  families 
(some  progress  is  currently  being  made  in  addressing  these  concerns.)  Legislation 
requires  a  sealed  casket  for  those  with  AIDS  as  embalming  is  not  allowed,  thus, 
denying  viewing  of  the  body  at  the  funeral  or  memorial  services.  The  absence  of 
acknowledgment  of  and  protection  for  homosexuals  in  the  Individual  Rights 
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Protection  Act  raises  concerns  about  discrimination  that  may  be  experienced  because 
an  association  is  often  made  between  being  homosexual  and  being  at  risk  for  HIV 
infection.  In  addition,  those  with  HIV  infection,  and  in  particular  gay  men,  fear  that 
current  legislation  does  not  prevent  discrimination  against  them  or  encourage 
openness,  disclosure  and  self-direction  regarding  important  decisions  affecting  their 
lives. 

Issue — policy  guidelines  and  legislation  create  difficulties  for  those  with 
complex  needs,  including  HIV/AIDS.  HIV/AIDS  results  in  complex  care  and 
service  requirements,  many  of  which  are  provided  under  specific  policy  and  funding 
guidelines.  Specific  constraints  identified  with  existing  policy  guidelines  and 
legislation  include  lack  of  funding  for  some  specific  drug  protocols,  insufficient  food 
allowances  to  meet  special  dietary  needs,  lack  of  access  to  self-managed  care  options, 
limited  access  to  subsidized  housing  and  rent  programs,  limited  access  to  continuing 
care  beds,  and  lack  of  funding  support  for  alternative  therapies. 

Implications  of  the  issue: 

►  As  the  number  of  HIV/ AIDS  cases  increase,  increased  costs  (human, 
financial  and  physical  resources)  to  the  service  delivery  system  will  occur. 
Demands  for  policy  and  funding  flexibility  and  custom-designed  solutions 
to  address  special  circumstances  may  further  increase  costs. 

►  New  and  more  effective  drug  protocols  that  will  likely  be  more  expensive 
may  not  be  covered  through  public  or  private  health  care  plans,  resulting 
in  de-employment. 

►  As  HIV/ AIDS  increases  among  the  disadvantaged  populations,  pressures 
are  compounded  by  financial  problems  (high  unemployment,  inability  to 
pay  user  fees  and  to  access  private  health  and  social  services),  and 
personal  limitations  (may  have  limited  education/literacy  skills,  self 
care/negotiation  skills,  sense  of  powerlessness/lack  of  value). 

►  Alternative  therapies  such  as  chiropractics,  massage,  biofeedback,  use  of 
herbs  and  vitamins,  are  being  used  more  widely  by  the  general  public  and 
are  gaining  more  acceptance  as  adjunctive  therapy. 

►  Demands  to  address  legal  and  ethical  issues  will  increase  as  protection  of 
individual  rights  gains  prominence. 
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F.  Research  and  evaluation 


Research  and  evaluation  refer  to  those  activities  directed  at: 

►  Assessing  the  status  quo  so  programming  can  be  based  on,  and  be  consistent 
with  the  needs  and  reality  of  the  population  to  be  served. 

►  Facilitating  continuous  improvement  in  programming. 

►  Contributing  to  knowledge  of  the  disease  process,  behavioural  determinants  and 
change,  etc. 

►  Assessing  the  impact  and  effectiveness  of  prevention  and  control  strategies  and 
programs  on  outcomes  of  prevention,  control  and  treatment  goals  to 
demonstrate  cost-effectiveness  and  accountability  with  the  use  of  public  funds. 

Effective  research  outcomes  facilitate  effective  planning  and  the  efficient  use  of  resources  in 
pursuing  specific  strategic  directions. 

1 .    Research  and  evaluation  priorities 

Current  situation.  As  was  seen  in  Exhibit  III-2,  research  initiatives  are  essential 
components  of  Alberta's  program.  The  Provincial  AIDS  Program  places  high  value 
and  priority  on  evaluation  and  research  (see  Appendix  D).  With  the  cooperation  and 
support  of  Alberta  Health's  Research  and  Evaluation  Branch,  major  program 
initiatives  have  been  subjected  to  one  or  more  of:  formative  evaluation  or  focus 
testing;  evaluation  of  process,  utilization  and/or  outcome. 

Studies  of  knowledge,  attitude,  and  reported  behaviours  (KAB)  provide  important 
insights  about  the  determinants  of  behaviour.  Surveys  have  been  done  of  Albertans' 
HIV/AIDS-related  KAB  with  the  University  of  Alberta  Population  Laboratory  to 
track  changes  in  HIV/AIDS-related  areas.  Another  major  project  involved  the  KAB 
of  persons  who  acknowledged  having  had  risky  behaviour,  and  their  views  regarding 
strategies  to  generate  effective  HTV-prevention  messages.  Collaborative  projects  have 
been  done  with  Alberta  Education  (KAB  of  junior  and  senior  high  school  students 
and  teachers,  and  educational  effectiveness)  and  with  Medical  Services  Branch  of 
Health  Canada  (Aboriginal  HIV/AIDS  services). 

Planning  is  underway  for: 

►  Evaluation  of  the  Phase  II HTV  Initiative  for  Young  Adults. 

►  HIV/AIDS  Programming  Issues  and  Evaluation  related  to  Non- 
Prescription  Needle  Use  in  Alberta. 
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►  HIV/AIDS-related  questions  on  the  1995  University  of  Alberta 
Population  Laboratory  All  Alberta  Omnibus  Survey. 

►  Facing  AIDS  Campaign  IV — Multi-Media  Campaign. 

Community  agencies  receiving  grants  through  the  AIDS  Program  are  requested  to 
include  an  evaluative  component  in  their  programming.  Health  Canada  has  also 
contributed  to  social  research  in  the  province  through  support  of  an  evaluation 
workshop  for  community  AIDS  organizations.  Other  Federal  contributions  include 
the  demonstration  injection  drug  use  programs,  and  the  "Caring  Together" 
Demonstration  Project  of  care  of  those  with  HIV.  Reports  of  signal  national  projects 
are  made  available  through  the  Provincial  AIDS  Program  to  other  stakeholders. 

Clinical,  medical,  and  basic  research  are  not  within  the  purview  of  the  Program.  This 
type  of  research  is  conducted  within  the  universities,  by  the  national  Clinical  Trials 
Network  (with  participation  by  Albertans),  and  by  private  industry. 

Issue — high  levels  of  interest  in  epidemiological,  behavioural  and  social  science 
research.  Research  priorities  included: 

►  Behavioural  research  regarding  the  effectiveness  of  educational  and 
preventive  strategies,  including  studies  on  recidivism. 

►  Curriculum  content  on  sexuality  for  educators,  physicians  and  other  health 
care  workers. 

►  HIV  seroprevalence  studies  at  regular  intervals  among  selected 
populations  (hospital  admissions,  pregnant  women,  injection  drug  users) 
and  in  the  general  population. 

►  Continual  assessment  of  public  knowledge,  attitudes  and  behaviours. 

►  Research  regarding  the  pregnancy  choices  made  by  young  infected 
women,  and  care  of  infected  mothers  and  children  (including  children  who 
have  been  orphaned  by  AIDS). 

►  Prevalence  of  injection  drug  use  including  the  mainstream  population,  and 
approaches  to  education,  prevention  and  management. 

►  Research  on  accessing  and  serving  socially  isolated  populations. 

►  Cost  effectiveness  and  program  outcome  studies. 

►  Economic  impact  of  caring  for  and  supporting  those  who  are  HIV 
infected. 

►  Impact  of  HIV  infection  on  labour  force  productivity  and  the  general 
economy,  including  the  results  of  workforce  displacement. 
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Implications  of  the  issue: 

►  Increasing  demand  for  social  science  research  resources  and  expertise. 

►  More  focus  on  incorporating  user  input  into  research  instruments  and 
methods. 

►  Inventory  of  completed  research  studies  will  need  to  be  accessible  to 
professionals  and  the  public. 

►  The  research  community  is  at  risk  of  fatigue.  If  resources  are  reduced, 
researchers  may  pursue  other  attractive,  well-resourced  disease  entities. 


G.  Other  issues 

In  this  section  we  describe  two  additional  issues  that  need  to  be  addressed  in  the  strategic 
planning  process. 

1 .    HIV/AIDS  prevention/education  and  care/treatment 
priorities 

Current  situation.  The  sharing  of  resources  between  prevention/education  and 
care/treatment  priorities  in  all  sectors  of  the  health  system  has  historical  roots. 
Preventive  health  has  had  to  face  numerous  obstacles,  including  the  health  system's 
focus  on  illness  and  treatment,  practitioners'  and  consumers'  sense  of  urgency  for 
resolving  current  health  problems,  the  public's  denial  of  vulnerability, 
public/professional  lack  of  understanding  about  prevention/health  promotion,  the 
absence  of  health  incidents  when  preventive  health  is  successful  and  the  long  time 
period  needed  to  demonstrate  positive  outcomes.  Recent  goals  in  the  Alberta  Health 
Business  Plan  underscore  the  need  to  shift  the  health  system  to  focus  on  health  and 
wellness,  incorporating  health  promotion  and  preventive  strategies,  and  moving 
towards  community-based  services.  Concurrently  with  the  shift,  funding  is  being 
substantially  reduced  in  the  system. 

Issue — increasing  competition  between  HIV/AIDS  prevention/education  and 
care/treatment  priorities.  Our  findings  indicate  that  both  prevention/education  and 
care/treatment  are  regarded  as  important  and  necessary.  However,  as  resources 
shrink,  fears  are  emerging  that  prevention  and  education  programs  and  services  may 
be  jeopardized.  At  the  same  time  as  HIV/AIDS  prevention  and  education  strategies 
are  essential,  those  who  are  infected  also  need  to  receive  care  and  support. 

Implications  of  the  issue: 

►  The  costs  avoided  in  preventing  HIV/ AIDS  are  significant — the  average 
lifetime  cost  of  caring  for  one  HIV-infected  patient  has  been  estimated  at 
$100,167  (Centre  for  the  Analysis  of  Cost-Effective  Care,  Montreal 
General  Hospital,  Montreal,  Quebec,  Canada).  Preventing  HIV/ AIDS 
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also  means  preserving  the  current  and  future  economic  well-being  and 
productivity  of  the  labour  force  in  Alberta. 

►  Although  HIV  is  100%  preventable,  promotion  and  implementation  of 
HTV/AIDS  prevention  and  education  strategies  may  be  challenged  given 
sensitivities  to  issues  surrounding  sexuality  education  and  sexual 
orientation. 

►  ASOs  are  stressed  by  the  competing  demands  of  their  HIV-infected 
clients  and  the  need  for  prevention  at  the  community  level. 

►  Regional  Health  Authorities  will  also  experience  pressure  for  both  types 
of  services. 

►  As  the  number  of  HIV/ AIDS  cases  increases,  demands  will  increase  for 
access  to  a  range  of  care  and  treatment  services,  including  new  treatment 
modalities,  significantly  enhancing  the  costs  to  the  health  system. 

2.    Professional  and  volunteer  commitments 

Current  situation.  For  the  last  8  years,  numerous  professionals  and  volunteers  have 
been  involved  in  HIV/AIDS  prevention/education  and  care/treatment  services.  Many 
of  these  individuals  have  been  involved  since  the  beginning  of  the  HIV/AIDS 
epidemic.  While  their  interest  in  and  attraction  to  the  HIV/AIDS  "cause"  has  served 
as  a  significant  motivator,  other  characteristics  of  the  disease  (acuity  and  complexity 
of  the  illness,  physical  and  psychosocial  trauma  experienced  by  those  infected  and 
their  support  systems,  significant  losses  and  grief,  discriminatory  public  and 
professional  attitudes  and  behaviours,  etc.)  demand  considerable  physical  and 
psychological  energies.  As  resources  shrink  and  demands  increase,  additional 
stresses  are  experienced.  In  some  areas,  expertise  is  limited,  thus,  placing  major 
demands  on  a  limited  few,  e.g.,  HIV  specialists,  social  marketers.  Recognition  of 
efforts  in  all  sectors  is  not  always  forthcoming. 

Issue — increasing  professional  and  volunteer  fatigue.  Many  individuals  involved 
in  various  facets  of  HIV/AIDS  work  are  experiencing  fatigue.  The  risk  of  turnover 
and  reduced  effectiveness  is  high.  Organizations  and  individuals  are  implementing 
various  approaches  to  sustain  the  energy  levels  such  as  workplace,  individual  and 
family  support  groups,  enforced  and  paid  leaves  of  absence,  accessing  Employee 
Assistance  Programs  (although  financial  limitations  in  some  programs  mean  that 
individual  employees  are  paying  out  of  pocket  to  access  needed  counselling),  using 
creative  time  management/flex  schedules,  celebrating  successes,  offering  meaningful 
staff  development,  and  creating  a  supportive,  creative  and  team-oriented  environment. 
However,  more  attention  will  be  required  in  supporting  the  professionals  and 
volunteers  as  they  continue  their  work.  As  there  is  no  cure  for  AIDS,  significant 
efforts  will  be  required  to  continue  the  prevention  and  educational  initiatives  as  well 
as  to  provide  care  and  treatment  to  those  infected  individuals  and  their  support 
systems. 
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Implications  of  the  issue: 

►  Public  sensitivities  regarding  HIV/ AIDS  preventive  and  educational 
strategies  challenge  the  commitment  of  service  providers  and  volunteers 
and  may  threaten  continuity  of  financial  resources. 

►  Loss  of  expertise  and  resources  in  the  professional  and  volunteer 
communities  requires  a  significant  investment  to  rebuild  at  a  time  when  the 
emerging  populations  at  highest  risk  of  HIV  infection  will  be  particularly 
challenging. 

►  Decline  in  the  effectiveness  of  HIV/AIDS  programming  if  reduced 
energies  discourage  new  and  creative  service  approaches. 

►  Interagency  and  interdepartmental  collaboration  may  be  threatened  given 
the  level  of  energy  and  resources  required  to  sustain  collaborative 
processes. 

►  Personal  and  agency  burnout  resulting  in  increased  stress-related  illnesses 
and  breakdowns  in  interpersonal  and  family  relationships. 
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V 

HIV/AIDS  In  Alberta— Implications  For  The 
Future 


Alberta  Health  will  be  undertaking  a  planning  process  to  provide  strategic  direction  to  the 
year  2000  for  the  prevention,  management  and  control  of  HIV  and  care  and  support  of 
those  with  and  affected  by  HIV/ AIDS  in  Alberta.  In  this  chapter,  we  summarize  our 
findings  regarding  the  key  success  factors  to  be  considered  for  effective  prevention,  control 
and  management  of  HIV/ AIDS  in  the  future.  We  conclude  the  chapter  by  identifying 
stakeholders  to  be  involved  in  the  process,  summarizing  various  planning  options  and 
making  recommendations  for  strategic  planning  based  on  our  research  and  the  community 
consultation  process. 


A.   Key  success  factors  in  preventing,  controlling  and 
managing  HIV/AIDS 

Key  success  factors  refer  to  those  factors  that  must  be  present  for  the  successful 
prevention,  control  and  management  of  HIV/AIDS.  A  summary  of  the  key  success  factors 
follows. 

►  Strong  leadership  for  HIV/AIDS  prevention  and  education  initiatives. 

Recognition  of  and  support  for  messages  that  HIV/ AIDS  is  affecting  many 
people's  lives  are  essential.  Tolerance  for  individuals  who  are  infected/affected 
or  who  are  of  different  sexual  orientations  or  lifestyles  needs  to  be  reinforced  as 
important  societal  values  and  demonstrated  through  appropriate  behaviours. 

►  Public  understanding  and  acceptance  of  HIV/AIDS  as  a  health  and  social 
issue.  HIV/ AIDS  needs  to  be  normalized  to  become  more  of  a  mainstream 
issue  by  treating  the  condition  as  a  health  and  social  problem,  not  a  moral  issue. 

►  Ongoing  and  contemporary  public  education  and  media  attention 
regarding  HIV/AIDS  issues.  HIV/ AIDS  issues  must  not  be  neglected  due  to 
perceived  public  fatigue  or  unpopularity.  Sustaining  the  publicity  and  education 
will  be  paramount  to  containing  the  illness. 

►  Targeted  education,  prevention,  care  and  support  for  populations  with 
special  needs.  Populations  with  special  needs — women,  youth,  injection  drug 
users,  aboriginals,  prisoners,  street  people — require  targeted  efforts  to  meet  their 
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needs.  Although  these  groups  are  not  mutually  exclusive,  it  will  be  difficult  to 
reach  them. 

►  Ongoing  and  contemporary  education  and  skill  development  of 
professionals.  Professionals  in  health  and  social  services  and  volunteers  need 
to  remain  current  with  HIV/ AIDS  information,  including  the  use  of  effective 
practice  guidelines. 

►  Coordinated  and  collaborative  system  response  that  is  sufficiently 
resourced  and  sustainable.  All  jurisdictions  dealing  with  HIV/ AIDS 
concerns  need  to  collaborate  and  coordinate  their  efforts  to  maximize  their 
strengths  and  resources  in  responding  to  the  many  dimensions  of  HIV/ AIDS — 
government  departments,  community  organizations,  Regional  Health 
Authorities  (RHAs),  workplaces,  private/corporate  sector,  etc.  The  provincial 
government  needs  to  continue  its  leadership  by  maintaining  a  central  and  focal 
point  for  HIV/ AIDS  in  order  to  develop  and  monitor  standards,  to  promote 
social  marketing  of  HIV  prevention  provincially,  to  encourage  and  support  local 
initiatives  and  to  support  professional  training.  Provincial  and  local  resources 
need  to  be  preserved  to  ensure  a  continued  and  appropriate  response  to 
HIV/AJDS  issues  in  urban,  rural  and  isolated  areas. 

►  Well  developed  HIV/AIDS  surveillance  system.  Continual  monitoring  and 
tracking  of  HIV/AIDS,  including  distribution  of  the  information  regarding  the 
epidemiological  trends,  is  necessary. 

►  Program  evaluation  and  development  of  program  standards.  Provincial 
program  standards  are  required  to  facilitate  quality  services — prevention, 
education,  care  and  treatment — by  RHAs,  ASOs,  and  other  service  providers  to 
all  Albertans.  Evaluation  must  be  an  integral  component  of  all  programming  to 
provide  continuous  improvement  in  the  effectiveness  and  cost  efficiency  of 
education,  prevention,  care  and  treatment  strategies. 


B.  Strategic  planning — who  should  be  involved 

An  inclusive  process  that  involves  representatives  of  all  sectors  that  will  be  affected  by  the 
outcomes  of  the  strategic  planning  process  is  required.  Priority  for  involvement  will 
depend  on  the  nature  of  the  planning  strategy  and  the  issue  being  addressed.  Specific 
stakeholders  identified  include: 

►  Consumers  and  the  general  public,  including  youth  and  adults  across  Alberta 
and  individuals  living  with  HIV.  Advance  preparation  may  be  required  to 
facilitate  their  participation  in  group  processes. 

►  AIDS  service  organizations. 
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►  Community  service  organizations  (not  for  profit),  particularly  those  involved 
with  marginalized  populations. 

►  Corporate  community. 

►  Social  marketers. 

►  HIV  expert  advisors — prevention,  care,  treatment  and  support — with  a 
national/international  reputation,  including  the  research  community. 

►  Formal  service  provider  system — multidisciplinary  representation — public 
health,  community/home  care,  hospitals,  social  services,  substance  abuse 
specialists,  educators,  corrections  personnel.  Disciplines  to  be  considered 
include  family  physicians,  HIV  specialists,  social  workers,  psychologists, 
educators,  psychiatrists,  nurses,  pharmacists,  nutritionists. 

►  Federal  and  provincial  government  officials — interdepartmental 
representation — Health,  Education,  Family  and  Social  Services,  Justice, 
Immigration,  Employment. 


C.  Strategic  planning — some  options  and  important 
considerations  about  process 

A  variety  of  processes  may  be  used  to  undertake  strategic  planning.  The  preferred 
approach  will  depend  on  a  number  of  factors,  including  the  number  and  expected  role  of 
participants,  the  anticipated  timelines,  resource  requirements  and  commitments.  Some 
identified  options  for  strategic  planning  were: 

►  Future  search  conference  methodology  although  some  caution  was  expressed 
about  its  limitations  in  addressing  short  term  needs. 

►  Cascading  planning  approach  that  begins  with  a  core  group  developing  the 
initial  plan,  then  enlarge  the  group  to  the  next  level  of  significant  stakeholders 
for  consultation,  and  complete  the  process  by  consulting  with  all  remaining 
stakeholders. 

►  Use  working  groups  to  address  specific  issues — ensure  the  working  groups  are 
time-limited,  broadly-based  and  issue-focused. 

►  Establish  working  groups  on  a  geographic  basis  to  address  unique  local  issues 
to  be  considered  in  the  provincial  planning. 

►  Multi-strategic  approach  involving  the  community  constituents  at  the  outset — 
surveys,  round  tables,  focus  groups,  etc. 

►  Delphi  approach  for  broad  input  with  cost  control. 
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Important  considerations  for  strategic  planning  were  also  highlighted.  The  process  needs  to 
be  consultative,  collaborative,  visible,  well  communicated  and  accessible  to  people  who 
wish  to  participate.  Other  considerations  identified: 


►  Build  on  the  existing  system  and  the  key  program  components — confirm  basic 
principles,  focus  on  the  current  situation  and  environment. 

►  Build  on  the  infrastructure  in  place  in  the  province  for  general  health,  social, 
education,  etc.  services  and  specifically  for  HIV/AIDS. 

►  Use  the  population  health  framework,  addressing  determinants  of  health  and 
focusing  on  health  promotion  approaches. 

►  Focus  on  client  orientation — involve  consumers  and  service  partners  in 
assessing,  planning,  delivering  and  evaluating  services  to  stimulate  diverse  and 
innovative  viewpoints. 

►  Clarify  roles  and  responsibilities  of  all  participants  at  the  outset  to  avoid 
adversarial  working  relationships.  Establish  and  adhere  to  the  ground  rules  at 
the  outset  to  reinforce  integrity. 

►  Reach  out  to  populations  in  need  to  seek  their  input  through  innovative 
approaches  and  sensitivities  to  their  situations: 

Prepare  aboriginal  leaders  to  lead  the  discussions  in  their  communities. 

Acknowledge  that  HIV  may  not  be  the  greatest  concern  for  populations  in 
need.  Be  prepared  to  start  with  their  context  and  priorities,  using 
innovative  input  strategies  and  integrating  HIV  as  appropriate. 

Recognize  varying  stages  of  illness  and  disabilities  that  infected 
individuals  may  be  experiencing  and  facilitate  process  accordingly,  e.g., 
availability  of  refreshments,  shorter  meetings. 

►  Skilled  leadership  and  strong  facilitation  of  the  process  is  required. 


D.  Suggested  planning  process 

Our  suggestions  for  the  planning  process  are  that: 

1.  The  strategic  plan  build  on  the  existing  system  and  key  program 
components  identified  in  the  initial  strategic  plan,  modifying  strategies  to 
consider  today's  environment  and  to  address  issues  and  emerging  trends 
identified  in  this  report. 
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2.  AH  constituencies  be  represented  and  have  an  opportunity  for  meaningful 
involvement  in  the  planning  process — consumers  (individuals  infected/affected 
by  HIV/ AIDS,  public  at  large,  youth,  disadvantaged  populations  with  special 
needs),  AIDS  service  organizations  and  other  community  organizations,  the 
corporate  community,  including  the  social  marketers,  formal  service  provider 
system  (health,  education,  social  services,  corrections,  etc.),  HIV  expert 
advisors  (national  and  international),  federal  and  provincial  government 
departments. 

3.  A  core  planning  group  be  established  with  representation  from  the  major 
constituencies  and  across  the  province.  The  core  planning  group  would  be 
responsible  for: 

►  Confirming  the  role  and  responsibilities  of  the  planning  group  in  the 
planning  process,  i.e.,  developing  terms  of  reference. 

►  Defining  the  expected  outcomes  of  the  planning  process. 

►  Preparing  the  Request  for  Proposals,  reviewing  the  proposals  and 
recommending  selection  of  the  consultant. 

►  Developing  the  preferred  strategic  planning  framework,  building  on 
the  work  completed  to  date. 

►  Confirming  the  specific  constituencies  to  be  included  in  the  planning 
process. 

►  Confirming  the  planning  process  and  the  various  approaches  to  be 
implemented  to  obtain  input  from  the  various  constituencies. 

►  Monitoring  the  process  and  reviewing  the  findings. 

►  Making  recommendations  for  the  Government  of  Alberta's 
continued  response  to  HIV/ AIDS. 

►  Communicating  with  the  constituencies  that  they  represent. 

4.  Various  collaborative  planning  approaches  be  used  to  obtain  meaningful 
input  from  the  various  constituencies,  to  mobilize  local  planning  efforts  and  to 
continue  to  build  public  and  professional  awareness  and  education  about 
HIV/AIDS.  Approaches  recommended  for  consideration  are: 

►  Working  groups  to  address  needs  of  specific  populations,  specific 
geographic  concerns  (urban,  rural,  isolated  areas),  and  specific 
issues  (e.g.,  workplace  education). 

►  Round  table  discussions  with  ASOs,  other  community 
organizations,  the  formal  service  provider  system  and  federal  and 
provincial  department  officials. 
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►  HTV  expert  (medical,  marketing,  etc.)  interviews  and  consultations. 

►  Written  submissions,  briefs,  and  position  papers,  including  a 
literature  review  regarding  programming  being  successfully  pursued 
in  other  jurisdictions  that  may  be  applicable  to  the  issues  and  trends 
identified  in  Alberta. 

►  Formal  presentations  by  any  constituency  to  the  core  planning 
group. 

5.  The  strategic  plan  components  include  the  principles  that  will  guide 
HIV/AIDS  programming  into  the  next  century,  the  goals  and  objectives 
(outcome-focused)  to  be  achieved,  the  key  issues  to  be  addressed  and  the 
strategies  required  to  assure  programming  effectiveness  and  cost  efficiencies. 

6.  A  communications  plan  be  developed  regarding  the  strategic  planning 
process,  the  goals,  objectives  and  approaches  to  be  used  throughout  the  process, 
and  how  various  constituencies  may  participate.  Communications  need  to  be 
established  with  all  key  constituencies. 


E.  Recommendations 

After  a  thorough  review  of  the  findings,  the  Steering  Committee's  recommendations  are 
that: 

1.  The  provincial  government  move  immediately  into  the  strategic  planning 
process  for  the  Government's  continued  response  to  HIV/AIDS  to  2,000 
A.D.,  given  the  current  interest  and  expectations  of  various  constituencies,  the 
emerging  HTV7AIDS  trends  and  the  rapidly  changing  environment. 

2.  Until  the  provincial  government  embarks  on  another  strategic  planning 
process,  the  Provincial  AIDS  Program  continue  to  adhere  to  the  principles 
and  strategies  identified  in  the  initial  strategic  plan  Education  and  Caring: 
Alberta's  Program  for  the  Prevention,  Management  and  Control  of  AIDS,  the 
policy  guidelines  from  the  report  Caring  for  People  with  HIV  Infection/AIDS 
and  Alberta  Health's  Business  Plan. 

3.  The  Provincial  AIDS  Program  begin  immediately  to  enhance  its  efforts  to 
address  the  needs  of  special  population  groups  at  high  risk  of  contracting 
HIV/AIDS,  and  the  needs  of  the  rural  population,  using  health  promotion 
principles  within  a  population  health  framework. 

4.  The  strategic  planning  build  on  the  findings  identified  in  the  "Setting  the 
Stage"  report. 
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The  strategic  planning  process  be  varied,  comprehensive  and 
collaborative,  invc!?ing  relevant  stakeholders.  A  core  planning  group  using 
a  variety  of  collaborative  planning  approaches  needs  to  be  organized  to  address 
principles  to  guide  HIV/ AIDS  programming  into  the  next  century,  the  goals  and 
objectives  (outcome-focused)  to  be  achieved,  the  key  issues  to  be  addressed 
("Setting  the  Stage"  report)  and  the  strategies  required  to  assure  programming 
effectiveness  and  cost  efficiencies. 

The  "Setting  the  Stage"  report  be  widely  distributed  with  communication 
to  stakeholders  regarding  the  actual  strategic  planning  process  and  how 
various  constituents  may  participate. 
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Appendix  B 

Research  Instruments — Interview  Protocol,  Focus 
Group  Protocols,  Survey  Instrument 


Interview  Protocol  —PROVINCIAL  AIDS  PROGRAM 

"Setting  the  Stage"  for  HIV/AIDS  Strategic  Planning 


The  Provincial  AIDS  Program  of  Alberta  Health  is  preparing  for  strategic  planning  for 
the  government's  response  to  HIV/AIDS  to  the  year  2000.  KPMG  Management 
Consulting  has  been  asked  to  assist  with  the  pre-planning  stage.  This  interview  is  part  of 
the  consultation  process  to  identify  the  key  issues,  trends  and  challenges  in  the 
prevention,  control  and  management  of  HIY/AIDS  in  Alberta.  The  following  questions 
will  guide  our  interview — duration  approximately  1  hour.  If  you  have  any  questions, 
please  call: 

Carol  Blair 

KPMG  Management  Consulting 
497-3152 


1.  Briefly  describe  your  current  role  and  responsibilities  with  respect  to  HIV/AIDS. 
How  long  have  you  been  working  in  the  field  of  HIV/AIDS? 

2.  Currently,  what  are  the  most  significant  HIV/AIDS  issues  pertaining  to: 

►  Prevention  and  education. 

►  Treatment,  care  and  support 

3.  In  what  ways  have  the  issues  identified  in  Question  #2  changed  since  HIV/ AIDS 
was  initially  diagnosed  in  Alberta  in  1983? 

4.  What  are  the  significant  emerging  trends  in  HIY/AIDS?  In  other  words,  in  what 
ways  will  HIV/AIDS  have  changed  by  the  year  2000? 

5.  What  will  be  the  key  success  factors  for  the  successful  prevention,  control  and 
management  of  HIV/AIDS  to  the  year  2000? 

6.  What  will  be  the  major  impediments  in  the  successful  prevention,  control  and 
management  of  HIV/AIDS  to  the  year  2000? 

7.  What  recommendations  do  you  have  for  Alberta  Health  regarding  the  strategic 
planning  process  to  the  year  2000?  Who  should  be  involved?  What  processes 
would  be  most  effective? 

8.  Other  comments. 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Rural  Communities  Focus  Group 
Questions 


1.  Introductions — name,  brief  overview  of  experience  in  HIV/AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  do  you  experience  in  addressing  HIV/AIDS  issues?  What 
kinds  of  things  (knowledge,  attitudes,  skills,  other?)  contribute  to  the  obstacles? 

5.  What  kinds  of  pressure  are  you  experiencing  with  your  existing  resources  (financial, 
human,  physical,  etc.)?  What  are  you  doing  to  address  the  pressures? 

6.  In  what  ways  is  discrimination  experienced?    What  is  the  basis  for  the 
discrimination?  What  are  you  doing  to  address  discrimination? 

7.  What  is  your  experience  in  obtaining  needed  care  and  support  services?  What 
barriers  have  you  encountered? 

8.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support? 

9.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  What  are  you  trying 
to  do  about  it? 

10.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

11.  In  what  ways  have  you  experienced  burnout?  What  are  you  or  others  doing  to 
address  the  burnout? 

12.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 


Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — CDC  Directors  Focus  Group  Questions 


1.  Introductions — name,  brief  overview  of  experience  in  HIV/AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  have  you  encountered  in  addressing  HIV/AIDS  issues? 
Provincially?  Locally?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?) 
contribute  to  the  obstacles? 

5.  What  kinds  of  demands  are  you  experiencing  with  respect  to  HIV/AIDS — 
resources,  policy,  service  delivery  approaches,  etc.?  Provincially?  Locally? 

6.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support  for  the  next  five  years? 

7.  What  are  your  viewpoints  on  the  mandatory  reporting  of  HIV  seropositivity? 
Mandatory  testing  of  health  care  workers? 

8.  What  is  your  experience  in  collaborating  with  other  provincial  government 
departments?  AIDS  Service  Organizations?  RHAs?  Other  service  providers? 

9.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

10.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

11.  In  what  ways  have  you  experienced  burnout?  What  are  you  or  others  doing  to 
address  the  burnout? 

12.  Are  there  other  issues  to  be  addressed  or  further  comments? 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — School  Education/Public  Information 
Focus  Group  Questions 


1.  Introductions — name,  organization,  brief  overview  of  experience  in  HIV/AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  do  you  experience  in  addressing  HIV/AIDS  issues? 
Provincially?  Locally?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?) 
contribute  to  the  obstacles? 

5.  What  kinds  of  challenges  do  you  encounter  in  teaching  the  curriculum  dealing  with 
HIV/AIDS?  What  impact  do  the  obstacles  have? 

6.  In  what  ways  are  the  existing  interagency  councils  effective?  Ineffective?  What  are 
you  doing  to  improve  their  effectiveness? 

7.  To  what  extent  are  teachers  prepared  to  teach  the  curriculum?  In  what  ways  could 
teacher  training  be  improved? 

8.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support  for  the  next  five  years? 

9.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

10.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

11.  In  what  ways  have  you  experienced  burnout?  What  are  you  or  others  doing  to 
address  the  burnout? 

12.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Formal  Health  System  Focus  Group 
Questions 


1.  Introductions — name,  organization,  brief  overview  of  background  in  HTV7AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  have  you  encountered  in  the  planning  and  delivery  of 
HIV/AIDS  services?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?) 
contribute  to  the  obstacles? 

5.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support? 

6.  What  kinds  of  pressure  are  you  experiencing  with  your  existing  resources  (financial, 
human,  physical,  etc.)?  What  are  you  doing  to  address  the  pressures?  (Resource 
issues) 

7.  What  kinds  of  measures  will  be  needed  to  address  the  changing  socio- 
demographics — policies,  resources,  service  delivery  approaches? 

8.  What  are  your  viewpoints  on  the  mandatory  reporting  of  HIV  seropositivity? 
Mandatory  testing  of  health  care  workers? 

9.  What  epidemiological  data  and  information  do  you  need  and  want  about 
HIV/AIDS? 

10.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

1 1.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

12.  In  what  ways  have  you  experienced  burnout  in  dealing  with  HTV7AIDS  concerns? 
What  are  you  or  others  doing  to  address  the  burnout? 

13.  Are  there  any  other  issues  to  be  addressed  or  any  further  comments? 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Provincial  AIDS  Program  Focus  Group 
Questions 


1.  Introductions — name,  brief  overview  of  experience  in  HIV/AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  have  you  encountered  in  addressing  HIV/AIDS  issues? 
Provincially?  Locally?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?) 
contribute  to  the  obstacles? 

5.  What  is  your  experience  in  collaborating  with  other  provincial  government 
departments?  AIDS  Service  Organizations?  RHAs?  Other  service  providers? 

6.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support? 

7.  What  kinds  of  pressure  are  you  experiencing  with  your  existing  resources  (financial, 
human,  physical,  etc.)?  What  are  you  doing  to  address  the  pressures? 

8.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

9.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

10.  In  what  ways  have  you  experienced  burnout  in  dealing  with  HIV/AIDS  issues? 
What  are  you  or  others  doing  to  address  the  burnout? 

11.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Care  and  Support  Focus  Group 
Questions 


1.  Introductions — name,  organization,  brief  overview  of  HTV/AIDS  experience. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  kinds  of  obstacles  do  you  experience  in  providing  care  and  support  to  those 
living  with  HIV/AIDS?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?) 
contribute  to  the  obstacles? 

5.  To  what  extent  do  you  encounter  discrimination  when  providing  care  and  support? 
What  kinds  of  discrimination  do  you  encounter?  What  is  the  basis  for  the 
discrimination?  What  are  you  doing  to  prevent  or  lessen  discriminatory  actions? 

6.  What  kinds  of  pressure  do  you  experience  with  your  existing  resources  (financial, 
human,  physical,  etc.)?  What  are  you  doing  to  address  the  pressures? 

7.  What  initiatives  are  being  taken  to  address  HIV/ AIDS  in  women,  IDUs  and 
aboriginals? 

8.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

9.  What  are  your  viewpoints  on  the  mandatory  reporting  of  HIV  seropositivity? 
Mandatory  testing  of  health  care  workers? 

10.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 

11.  In  what  ways  have  you  experienced  burnout?  What  are  you  or  others  doing  to 
address  the  burnout? 

12.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 
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Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning— AIDS  Service  Organizations  Focus 
Group  Questions 


1.  Introductions — name,  organization,  brief  overview  of  experience  in  HIV/AIDS. 

2.  What  do  you  view  as  strengths  with  the  HIV/AIDS  work  being  done  at  the 
provincial  level  through  the  Provincial  AIDS  Program? 

3.  What  do  you  view  as  strengths  with  the  HIV/ AIDS  work  being  done  at  the  local 
level? 

4.  What  obstacles  do  you  experience  in  addressing  HIV/AIDS  issues?  Provincially? 
Locally?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?)  contribute  to 
the  obstacles? 

5.  What  kinds  of  pressure  are  you  experiencing  with  your  existing  resources  (financial, 
human,  physical,  etc.)?  What  are  you  doing  to  address  the  pressures? 

6.  What  are  your  viewpoints  on  service  priorities  with  respect  to  prevention/education 
and  care/support  for  the  next  five  years? 

7.  What  is  your  experience  in  dealing  collaboratively  with  other  organizations?  What 
kinds  of  barriers  do  you  encounter?  What  are  you  doing  to  address  the  barriers? 

8.  In  what  ways  are  the  existing  interagency  councils  (care  and  support;  prevention 
and  education)effective?  Ineffective?  What  are  you  doing  to  improve  their 
effectiveness? 

9.  What  are  your  viewpoints  on  the  mandatory  reporting  of  HIV  seropositivity? 
Mandatory  testing  of  health  care  workers? 

10.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  If  so,  what  are  you 
trying  to  do  about  it? 

11.  What  is  your  experience  in  dealing  with  municipal,  provincial  and  federal  funding 
proposals  and  requirements? 

12.  What  kinds  of  research  need  to  be  undertaken  in  Alberta? 
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13.  In  what  ways  have  you  experienced  burnout?  What  are  you  or  others  doing  to 
address  the  burnout? 

14.  Are  there  are  any  other  issues  that  need  to  be  addressed  or  any  further  comments? 


Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Young  Gay  Men  Focus  Group 
Questions 


1.  Introductions — name  (optional),  brief  overview  of  experience  with  HTV7AIDS. 

2.  What  kinds  of  obstacles  do  you  experience  in  dealing  with  your  HIV/ AIDS 
situation?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?)  contribute  to 
the  obstacles? 

3.  In  what  ways  is  discrimination  experienced?  What  is  the  basis  for  the 
discrimination?  What  are  you  or  others  doing  to  address  discrimination? 

4.  To  what  extent  are  you  aware  of  the  information  on  HIV/AIDS  that  the  public 
receives?  How  do  you  receive  this  information?  To  what  extent  do  you  pay 
attention  to  the  information  that  the  public  receives? 

What  kinds  of  specific  prevention  messages  do  you  want  to  receive?  In  what  ways 
do  specific  messages  targeted  at  gay  men  create  difficulties  for  you?  Where  would 
you  look  for  prevention  messages? 

5.  To  what  extent  do  you  want  to  be  treated  like  everyone  else?  Or,  do  you  want  your 
needs  to  receive  special  attention? 

6.  In  your  population,  whom  do  you  regard  as  at  most  risk  of  HIV?  What 
characterizes  these  individuals?  What  are  the  best  ways  to  reach  these  individuals? 

7.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  What  are  you  trying 
to  do  about  it? 

8.  What  kinds  of  services  (includes  prevention  and  education)  do  you  receive  now? 
What  are  the  strengths  of  the  services  that  you  receive? 

9.  To  what  extent  are  you  aware  of  the  range  of  services  available  to  you?  What 
barriers  prevent  you  from  accessing  these  services  when  you  need  them? 

10.  What  kind  of  services  do  you  need  that  are  not  available?  What  needs  to  change  to 
help  you  get  the  services  that  you  need? 

11.  What  are  your  viewpoints  on  your  needs  and  your  community's  needs  with  respect 
to  prevention/education  and  care/support  for  the  next  five  years? 

12.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 


Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — Families  &  Women  Focus  Group 
Questions 


1.  Introductions — name  (optional),  brief  overview  of  experience  with  HTV/AIDS. 

2.  What  kinds  of  care  and  support  services  do  you  receive  now?  Your  family?  What 
are  the  strengths  of  the  services  that  you  receive? 

3.  What  obstacles  do  you  experience  in  dealing  with  your  HTV/AIDS  situation?  Your 
family?  What  kinds  of  things  (knowledge,  attitudes,  skills,  other?)  contribute  to  the 
obstacles? 

4.  Are  you  aware  of  the  range  of  services  that  are  available  to  you?  Locally? 
Regionally?  Provincially?  What  barriers  prevent  you  from  accessing  the  services 
when  you  need  them? 

5.  What  kind  of  services  do  you  need  that  are  not  available?  Your  family?  What 
needs  to  change  to  help  you  get  the  services  that  you  need? 

6.  What  are  your  viewpoints  on  your  needs  and  your  community's  needs  with  respect 
to  prevention/education  and  care/support  for  the  next  five  years? 

7.  In  what  ways  does  your  being  a  woman  affect  your  experience  with  HTV/AIDS? 
What  special  needs  do  you  have?  Your  family? 

8.  To  what  extent  do  you  want  to  be  treated  like  everyone  else?  Or,  do  you  want  your 
needs  to  receive  special  attention? 

9.  To  what  extent  is  there  evidence  that  political  will  is  lacking?  What  are  you  trying 
to  do  about  it? 

10.  To  what  extent  are  you  aware  of  the  public  information  on  HTV/AIDS?  How  do 
you  receive  this  information?  To  what  extent  do  you  pay  attention  to  the 
information  that  the  public  receives? 

1 1.  Are  there  any  other  issues  to  be  addressed  or  further  comments? 


Setting  the  Stage  for  HIV/AIDS  Strategic 
Planning — IDUs  Focus  Group  Questions 


1.  Introductions — name  (optional),  brief  overview  of  experience  with  HTV7AIDS. 

2.  To  what  extent  are  you  aware  of  the  information  on  HIV/AIDS  that  the  public 
receives?  How  do  you  receive  this  information?  To  what  extent  do  you  pay 
attention  to  the  information  that  the  public  receives?  What  kind  of  information  is 
most  helpful  to  you?  What  works  best  in  getting  information  to  you? 

3.  What  do  you  understand  about  your  risk  of  getting  HIV/AIDS?  Is  it  of  concern  to 
you? 

In  your  group,  who  do  you  feel  is  at  most  risk  of  HTV?  What  kinds  of  things  do 
they  do?  What  kinds  of  help  does  it  take  for  you  and  others  to  change  your 
behaviours  that  are  at  risk? 

4.  What  kinds  of  problems  do  you  experience  in  dealing  with  your  HIV/AIDS 
situation? 

5.  What  kind  of  help  do  you  receive  now?  What  do  you  like  about  the  kind  of  help 
you  receive? 

6.  Are  you  aware  of  the  kind  of  help  that  is  available  to  you?  What  stops  you  from 
using  this  help  when  you  need  it? 

7.  What  kinds  of  services  would  be  most  helpful  to  you? 

8.  What  needs  to  change  to  help  you  get  the  services  that  you  need? 

9.  To  what  extent  do  you  want  to  be  treated  like  everyone  else?  Or,  do  you  want  your 
needs  to  receive  special  attention? 

10.  What  kinds  of  conflict  do  you  experience  between  what  you  believe  (i.e.,  your 
values)  and  what  society  believes  when  dealing  with  your  HIV/AIDS  situation? 

11.  Are  there  any  other  issues  to  be  discussed  or  further  comments? 


1 


Provincial  AIDS  Program 
Pre-Planning  Stage 


Consultation  with  Service  Providers 
for  Development  of  a  Strategic  Plan 

Instructions: 

The  Provincial  AIDS  Program  of  Alberta  Health  is  preparing  for  strategic  planning  for  the 
Government's  response  to  HIV/AIDS  to  the  year  2000.  KPMG  Management  Consulting 
has  been  contracted  to  assist  with  the  pre-planning  stage.  This  survey  is  part  of  the 
consultation  process  to  identify  the  key  issues,  trends  and  challenges  in  the  prevention, 
control  and  management  of  HIV/AIDS  in  Alberta.  As  your  input  into  the  pre-planning 
phase  is  important,  we  would  ask  that  you  please  respond  to  this  survey. 

All  individual  responses  will  be  kept  confidential  by  KPMG  Management  Consulting. 

Please  return  your  completed  survey  in  the  enclosed  self-addressed  stamped  envelope  or  by 
fax  to  (403)  424-2465  prior  to  March  24,  1995. 

If  you  have  any  questions  regarding  the  survey,  please  call: 

Cindy  Man 
KPMG  Management  Consulting 
(403)  497-3160 

Thank  you  for  your  time  and  input! 
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A.  Key  Issues,  Trends  and  Challenges  for  HIV/AIDS 

For  this  set  of  questions,  you  may,  if  you  wish,  consult  with  other  individuals  in  your 
organization  to  provide  a  collaborative  and  complete  response.  If  you  require  additional 
space,  please  use  the  back  of  the  sheet. 

1.     Currently,  what  are  the  most  significant  HIV/AIDS  issues  that  need  to  be  dealt  with, 
at  present  and  in  the  future,  pertaining  to: 

a)  Prevention  and  education:  


b)  Treatment,  care  and  support: 
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c)  Other: 


2.     In  what  ways  have  the  issues  identified  in  Question  #1  changed  since  1987  when  the 
government's  first  strategic  plan  for  HIV/AIDS  was  released? 
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3.     What  are  the  significant  emerging  trends  in  HIV/AIDS?  In  other  words,  in  what 
ways  will  HIV/AIDS  have  changed  by  the  year  2000? 


4.     What  do  you  see  as  the  major  implications  of  the  trends,  identified  in  Question  #3, 
in  responding  to  HIV/AIDS  to  the  year  2000? 
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5. 


What  will  be  the  key  success  factors  for  the  successful  prevention,  control  and 
management  of  HIV/AIDS  to  the  year  2000? 


6.     What  will  be  the  major  impediments  in  the  successful  prevention,  control  and 
management  of  HIV/AIDS  to  the  year  2000? 
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B.  Respondent  Profile 


The  questions  in  this  section  will  help  us  analyze  the  data.  The  answers  will  be  used  for 
segmentation  purposes  only  and  will  remain  confidential. 

1.     What  is  your  primary  area  of  focus  with  HTV/AIDS? 

□  Prevention  and  education 

□  Treatment,  care  and  support 

□  Both 

□  Other:  . 


2.  In  what  ways  are  you  involved  with  HIV/ AIDS? 

□  Client/consumer 

□  Service  provider 

□  Both 

3.  In  what  ways  are  you  most  involved  regarding  HTV/AIDS?  (Check  all  that  apply) 

a.     Prevention  and  education: 

□  School: 

□  Elementary 

□  Junior  high 

□  Senior  high 

□  AIDS  service  organization/Community  ADDS  organization 

□  Regional  Health  Authority/Health  unit 

□  Social  marketing 

□  Injection  drug  use  program 

□  Sexually  transmitted  disease  service 

□  Community  HTV/AIDS  committee 

□  Other:  


b.     Treatment,  care  and  support: 

□  HTV  clinic 

□  Physician/nurse  not  associated  with  a  specialty  clinic 

□  AIDS  service  organization/Community  AIDS  organization 

□  Regional  Health  Authority/Health  unit 

□  Community  HTV/AIDS  group 

□  Hemophilia  clinic 

□  Other:  
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c.  Research: 

□  Basic  research 

□  Epidemiology 

□  Social  science 

□  Treatment  protocols 

□  Other:   


d.     Program  evaluation: 

□  Consultant 

□  Other:   


4.     Where  are  you  most  involved  with  your  HIV/AIDS  work? 

□  Urban 

□  Rural 

□  Urban  and  rural 


Do  you  have  any  final  comments  that  you  would  like  to  add? 


******* 
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Please  return  your  completed  survey  to  KPMG  Management  Consulting  in  the  enclosed 
self-addressed  stamped  envelope  or  by  fax  to  (403)  424-2465  prior  to  March  24,  1995. 

Thank  you! 

We  will  also  be  conducting  some  focus  groups.  If  appropriate,  would  you  be  willing  to 
participate  in  the  focus  groups? 

If  yes,  please  indicate: 

Name:  

Organization:  

Phone  number:   
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Appendix  C 

Key  Informants  Interviewed 
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Appendix  C 

Key  Informants  Interviewed 


Ms.  Sharon  Big  Plume 

Supervisor,  Needle  Exchange  Program 

Calgary  Injection  Drug  User  Program 

Mr.  Rick  Chalifoux 

Representative 

PLWHIV 

Mr.  Drew  Ferrari 
Representative 
Positive  Action 

Dr.  Cate  Hankins 

Public  Health — Infectious  Diseases 
McGill  University 

Dr.  Stan  Houston 
HIV  Clinic 

University  of  Alberta  Hospitals 

Dr.  Barbara  Lacey 
Medical  Officer  of  Health 
City  of  Lethbridge  Health  Unit 

Mr.  Guy  Milner 
Social  Worker 
HIV  Clinic 
Foothills  Hospital 

Ms.  Marion  Perrin 
Regional  Nurse  Epidemiologist 
Medical  Services  Branch 
Health  Canada 

Ms.  Barb  Unich 

Sexual  and  Reproductive  Health  Program 
Calgary  Health  Services 

Mr.  Allan  Wiggan 
Senior  Partner 
Parallel  Strategies  Ltd. 


Mr.  Barry  Breau 

Executive  Director 

AIDS  Network  of  Edmonton 

Miss  Phyllis  Craig 
Manager 

Provincial  AIDS  Program 

Ms.  Gwenneth  Gowanlock 

Director,  HIV/AIDS  Policy  Coordination 

and  Programs  Division,  Health  Canada 

Ms.  Sandra  Harrison 

Director,  Support  Services 

Alberta  Justice — Correctional  Services 

Ms.  Harley  Keegan 

Representative 

PLWHIV 

Dr.  Jack  McDonald 
Faculty  of  Social  Work 
University  of  Calgary 

Ms.  Patricia  Orr 
Education  Coordinator 
Central  Alberta  AIDS  Network 


Ms.  Linda  Smith 

Sexual  and  Reproductive  Health  Program 
Calgary  Health  Services 


Ms.Gina  Vivone 
Acting  Assistant  Director 
Alberta  Education 
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Appendix  D 

Summary  Of  HIV/AIDS  Programming 
Developments  And  Progress 
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CONTEXT  AND  MAJOR  MILESTONES  OF  THE 


ALBERTA  AIDS  PROGRAM,  1987-1995. 


Program  Initiation. 

In  May  1987,  the  Hon.  J.  Dinning  recommended  that  Cabinet  approve  a  comprehensive,  collaboratively 
delivered  AIDS  prevention  program  for  the  province.  Cabinet  approved  the  Minister's  proposal,  and  allocated 
$2.2m  per  year  to  AIDS  prevention.  The  program  plan,  "Education  and  Caring,"  was  publicly  released  by  Mr. 
Dinning  on  October  30,  1987. 

While  the  Cabinet  decision  dealt  primarily  with  prevention  and  control,  the  need  was  identified  for  an 
organized  care  response  for  this  infectious,  and  eventually  fatal  illness.  For  the  1988-89  fiscal  year,  the  Hon. 
N.  Betkowski  released  the  principles  of  care,  and  the  government  allocated  a  further  $2m  for  care  and  support 
of  those  with  and  affected  by  HIV/AIDS. 

Of  the  original  funds,  large  portions  have  been  transferred  to:  the  health  units  (now  Regional  Health 
Authorities)  for  sexual  health  and  AIDS  coordinators;  STD  Services;  the  HIV  specialty  clinics  and 
antiretroviral  drug  program;  and  for  Provincial  Laboratories  of  Public  Health  grants.  The  Provincial  AIDS 
Program  provides  stewardship  for  grants  for  community  agencies  ($1.3m)  for  HIV/AIDS  prevention  and 
community  care  of  those  affected. 

The  AIDS  Program  was  strategically  placed  in  Community  Health  Division,  the  arm  of  Government  strongly 
connected  with  the  Health  Units,  and  responsible  for  various  aspects  of  the  Public  Health  Act.  In  addition 
to  the  beliefs  underlying  Alberta's  program  (see  p.  15),  principles  guiding  the  implementation  of  the  program 
have  included  the  following. 

*  HIV/AIDS  is  a  health  and  social  issue,  not  a  moral  one. 

*  HIV/AIDS  is  a  community-wide  problem,  requiring  community-wide  solutions. 

*  Programming  needs  to  be  based  on  evidence  of:  need;  effectiveness  in  reaching  the  target  audience  and 
resultant  change  in  knowledge,  attitude,  and  behaviour;  and  cost-effectiveness. 

A  New  Disease  Requiring  Both  Prevention  and  Care  and  Support 

It  was  clear  from  the  outset  that  strong  prevention  programming  is  required  for  Albertans  to  adapt  personal 
behaviours  free  of  risk  of  HIV/AIDS.  Because  HIV  was  transmitted  primarily  through  sexual  activities,  young 
adults...infrequent  users  of  the  established  health  system...would  need  to  be  reached  with  prevention  strategies. 


Simultaneously,  the  care  of  those  with  HIV/AIDS  is  required.  Those  not  reached  would  have  their  lives, 
accomplishments,  and  productivity  cut  short.  Their  care  would  be  an  additional  cost  to  the  system,  because 
of  the  period  of  their  lives  when  they  became  ill. 

As  has  been  discussed  (Section  IV  G.l),  the  competing  demands  of  the  two  target  audiences  and  areas  of 
responsibility  are  a  continuing  issue.  Various  agencies,  particularly  community  AIDS  organizations,  have 
similar  pressures.  To  ensure  that  prevention  efforts  would  not  be  subverted  by  growing  care  needs,  the 
Provincial  AIDS  Program's  budget,  staffing,  and  external  grant  allocations  have  been  maintained  as  separate, 
but  complementary  entities. 


Albertans  Support  Frank  Prevention  Programming. 

Since  the  1960s,  with  birth  control  available  and  antibiotics  to  cure  most  sexually  transmitted  diseases,  there 
have  not  been  major  health  concerns  related  to  sexual  activity.  HIV/AIDS  has  made  it  essential  for  people 
to  not  jeopardize  their  futures  and  lives  through  avoidable  risk  behaviour:  unprotected  intercourse  and 
injection  drug  use. 

Surveys  have  found  Albertans  receptive  to  public  HIV/AIDS  prevention  messages  dealing  frankly  and  non- 
judgementally  with  risk  behaviours.  The  media  have  supported  this  strategy  while  being  arbiters  of  good  taste 
through  advertising  standards  and  their  advice  on  programming. 

Locally,  even  more  targeted  and  explicit  messages  have  been  provided  to  individuals.  Peer  counsellors, 
workshops  for  particular  segments  of  communities,  and  street  outreach  have  all  been  a  part  of  community 
strategies. 

In  Alberta  there  has  been  support  for  the  "harm  reduction"  approach  for  injection  drug  users.  Based  on 
understanding  of  the  danger  of  rapid  spread  of  HIV  among  and  from  drug  users,  information  and  materials 
have  been  provided  to  those  persons  who  are  injectors,  in  the  interest  of  the  public  good. 

Combined  Centralized  and  Local  Service  Delivery. 

Albertans  were  understandably  concerned  regarding  the  new  disease,  its  transmission,  and  prevention.  It  was 
essential  that  accurate  information  be  provided  province-wide,  although  only  small  proportions  of  Albertans 
regularly  access  preventive  health  services.  Accordingly,  centralized  message-giving  is  central  to  the  Program, 
with  the  province  as  the  community  to  be  reached.  Media  campaigns  are  designed  to  meet  Albertans' 
identified  needs  and  reinforce  that  the  Alberta  community  is  vulnerable  to  this  disease.  Other  vehicles  include: 
pamphlets  and  posters;  ready  access  to  library  and  AV  resources;  and  the  province-wide,  toll-free  information 
line. 

Support  of  local  program  delivery  has  been  in  keeping  with  the  existing  philosophy  and  structure  for  health 
and  education.  Support  has  taken  several  forms,  including  grants  for  community  organizations,  provision  of 
print  and  AV  resources,  and  consultation,  workshops,  etc.  by  the  staff  of  STD  Services  and  the  AIDS  Program. 
Personal  contact  with  professionals  and  volunteers  within  communities  is  considered  important  in  encouraging 
safe  behaviour,  as  are  very  targeted  messages. 

Collaboration  and  Integration 

The  Provincial  AIDS  Program  staff  attempt  to  work  with  existing  agencies,  encouraging  those  which  are  not 
AIDS-specific  to  expand  their  policies  and  services  to  include  consideration  of  HIV/AIDS  prevention,  care  and 
support.  This  approach  encourages  "normalization"  of  the  disease,  and  avoids  creation  of  parallel  or  duplicate 
services.  It  also  encourages  Albertans  in  all  walks  of  life  to  accept  the  reality  of  HIV/AIDS  in  their 
community. 

Alberta  health  units'  sexual  health,  community  health  nursing,  and  home  care  programs  took  leadership  roles 
in  regard  to  this  new  disease.  Mutual  support  for  local  and  central  programming  was  facilitated  at  provincial 
meetings  of  those  programs,  and  through  the  support  of  the  Meeting  of  Directors  of  Health  Units'  Task  Force 
on  HIV/AIDS. 

HIV/AIDS-specific  agencies  have  formed  strong  connections  with  one  another  provincially  and  nationally. 
There  has  been  remarkable  sharing  of  resources  and  experience,  and  mutual  support.  Strong  interactions  with 
other  community  agencies  are  supported  by  AIDS  interagency  councils  in  some  areas. 

Nationally,  Alberta  has  both  profited  from,  and  contributed  to  interprovincial  and  interjurisdictional  initiatives 
and  policy  considerations.  The  Government  of  Alberta's  strong  response  is  respected  by  other  jurisdictions, 
and  has  led  to  involvement  in  national  committees,  and  subsequent  benefit  from  the  shared  expertise. 


With  ongoing  collaboration  with  a  number  of  players,  costs  have  been  controlled,  consistency  and  accuracy 
of  public  information  have  been  fostered,  and  the  public  have  benefited  from  mutual  support  of  involved 
agencies. 

Use  existing  resources. 

Established  agencies  are  a  strong  resource,  and  existing  educational  materials  are  another...adapted,  when 
possible,  to  avoid  "reinventing  the  wheel."  The  purchase  of  age-appropriate  videos  for  use  in  schools  is  cost- 
effective.  "Alberta  editions"  are  issued  of  print  resources  which  list  local  agencies  and  Alberta  statistics.  In 
turn,  Alberta  Health  releases  media  ads,  brochures,  etc.  into  the  public  domain  for  others'  use.  This  strategy 
results  in  at  least  "2nd  generation"  materials  being  used,  cooperative  partnerships  with  suppliers,  and  excellent 
prices  for  purchased  resources. 

Changing  with  the  Environment 

A  variety  of  societal  changes  have  influenced  the  development  of  HIV/AIDS  programming  in  the  province. 

*  Societal  attitudes  are  shifting  from  forbidding  discussion  of  sexuality,  condoms,  etc.,  to  encouraging  frank 
message-giving  to  provoke  self-protective  behaviours.  Communities  in  Alberta  have  supported  individuals 
and  families  affected  by  HIV  without  the  ostracism  and  personal  threats  which  some  North  American 
communities  experienced  in  the  early  years. 

*  Rapid  advancements  in  communications  technology,  including  computerized  graphic  designs,  electronic 
mail,  etc.  are  being  used  to  market  health  information. 

*  Health  care  changes  have  been  many.  The  provision  of  Home  Care  medical  and  support  services  since 
1991  for  people  of  all  ages  has  been  key  to  HIV/AIDS  patients  being  at  home  except  for  periods  of  acute 
illness.  This  situation  is  welcomed  by  the  typically  young  adult  patients. 

*  Restructuring  of  the  health  system  to  Regional  Health  Authorities  and  of  Alberta  Health  has  led  to 
uncertainty  among  the  stakeholders  (community  organizations,  schools,  health  care  providers  themselves) 
which  wish  continued  strong  collaboration,  communication,  and  support  of  one  another's  efforts. 

*  Government  downsizing  and  budget  reductions  have  required  cost-effective  programming.  In  the  face 
of  an  increasing  epidemic,  agencies  (including  the  AIDS  Program)  have  responded  to  the  challenge  of 
"doing  more  with  less." 

*  "Partnering"  between  government  and  business  is  of  considerable  interest.  Corporations  benefit  from 
involvement  as  "good  corporate  citizens,"  through  tax  considerations,  and  through  increased  understanding 
of  current  issues  and  government  processes.  In  the  1990s,  HIV/AIDS  programming  has  benefited  from 
private  corporations'  involvement. 

Continuous  Improvement  to  Adapt  to  Circumstances. 

Programming  since  1987  has  been  modified  to  changing  circumstances.  One  example  is  in  the  allocation  of 
grant  funds.  With  phasing  in  of  expanded  Home  Care  services,  proposals  were  considered  for  extraordinary 
service  requirements  or  the  continuation,  expansion  or  initiation  of  Home  IV  Therapy  for  persons  with 
HIV/AIDS.  With  AIDS  cases  in  almost  all  health  units,  grants  were  provided  if  caregiver/staff  education  needs 
could  not  be  met  through  regular  inservice  education. 

In  1994-95,  project  grants  of  up  to  $1,500  were  initiated  to  encourage  action  in  more  communities,  both 
prevention  and  care  and  support.  Excellent  initiatives  were  undertaken  by  small  community  AIDS  committees 
and  agencies  not  previously  involved  in  HIV/AIDS. 

Learning  from  this  new  disease. 

Valuable  lessons  have  been  learned  from  the  challenges  posed  by  this  new  illness,  in  part  because  of  the  nature 
of  the  disease  and  the  types  of  programming  essential  to  prevent  transmission.  As  well,  persons  living  with 
HIV  and  their  support  systems  have  opened  eyes  and  doors  through  organized  advocacy  for  improvements  in 
service  delivery. 


Examples  of  areas  of  experience  being  a  teacher  include  the  following. 

*  Consumers  are  prepared  to  be  involved.  Their  voices  are  loud  and  clear  not  only  in  regard  to  their  own 
care,  but  in  support  of  system  improvements  for  others. 

*  Care  of  persons  with  HIV/AIDS  in  their  homes  has  been  demanded  by  the  consumer,  with  low 
hospitalization  rates  and  the  advantages  of  community  care  being  demonstrated. 

*  Alberta  communities  have  supported  individuals  and  families  affected  by  HIV,  and  have  not  demonstrated 
the  biases  and  prejudices  often  feared. 

*  Confidentiality  of  client/patient  information,  and  informed  consent  to  carry  out  various  tests  have 
improved  as  a  result  of  increased  awareness  of  patients'  concerns. 

*  Interdepartmental  and  interagency  research  projects  have  been  carried  out  without  the  "red  tape"  usually 
imagined. 

*  Exemplary  interagency  and  interdepartmental  cooperation  and  initiatives  have  resulted  from  the  need  for 
systems  responses  for  prevention,  care  and  support  programming. 

*  "Corporate  citizenship"  by  the  media,  and  new  partnerships  with  private  businesses  and  with  associations 
have  tried  out  a  new  way  of  doing  business  for  government. 

Clearly,  Albertans  can  and  will  deal  with  new  health  threats  without  bias  or  prejudice.  Health  problems  are 
of  concern,  and  Alberta  individuals,  agencies,  and  communities  are  prepared  to  cooperate  with  the  health  care 
delivery  system  to  contain  and  ameliorate  those  problems. 

In  the  following  table,  major  milestones  and  initiatives  are  shown.  The  table  is  organized  according  to  the 
program  components  of  the  1987  program  plan,  "Education  &  Caring:  Alberta's  Program  for  the  Prevention 
and  Control  of  AIDS."  This  retrospective  review  does  not  include  1995-96,  nor  planned  initiatives. 
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